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SERIES  INTRODUCTION- -Helen  M.  Miramontes,  R.N. ,  M.S.,  F.A.A.N, 


Nursing  and  medicine  were  confronted  with  very  similar  challenges 
in  1981  when  HIV  infection  surfaced  as  a  new  unidentified  disease  in  the 
gay  communities  of  San  Francisco,  Los  Angeles,  and  New  York  City.   At 
that  time  it  was  not  know  whether  this  new  phenomenon,  named  Gay-Related 
Immune  Deficiency  (GRID),  was  infectious  and  contagious,  and  if  so,  how 
it  was  transmitted.   Were  nurses,  like  physicians,  at  risk  for  becoming 
infected  if  they  provided  care,  and  would  their  families  also  be  at  risk 
for  contracting  this  disease?  There  was  much  speculation  and 
controversy  as  to  the  potential  etiology  of  the  new  disease.   Some 
people  including  members  of  the  impacted  gay  community,  proposed  that 
this  new  disease  was  the  result  of  recreational  drug  use,  such  as 
"poppers"  (nitrates)  and  indiscriminate  anonymous  sexual  activity,  as 
demonstrated  by  the  popularity  of  bathhouses  in  the  gay  community,  and 
not  due  to  an  infectious  organism.   A  few  very  knowledgeable  physicians/ 
disease  specialists,  such  as  Don  Francis,  hypothesized  that  this  new 
disease  was  caused  by  an  infectious  agent,  probably  a  virus,  and 
transmitted  by  means  similar  to  hepatitis  B.   There  was  a  lot  of  fear 
among  health  care  providers  about  contagion,  but  there  was  also 
significant  prejudice  and  discriminatory  behavior  because  the  new 
disease  was  identified  in  a  population  (gay/bisexual  men)  that  was 
stigmatized  by  the  larger  society.   Identification  of  the  disease  in 
people  of  color,  especially  African  Americans  and  injection  drug  users, 
only  exacerbated  the  biases,  prejudices,  and  discriminatory  behavior. 

Many  nurses  demonstrated  the  same  attitudes,  beliefs,  and 
behaviors  seen  in  the  larger  society.   I  was  a  critical  care  nurse 
working  in  an  intensive  care  unit  (ICU)  in  a  large  teaching  facility  of 
a  health  maintenace  organization  in  Santa  Clara  county.   In  the  early 
years  of  the  epidemic,  it  was  not  unusual  to  have  two  to  three  patients 
with  Pneumocystis  carinii  pneumonia  on  ventilators  in  the  ICU  at  any  one 
time.   Because  some  nurses  avoided  taking  care  of  these  patients, 
several  of  us  volunteered  to  care  for  them  on  a  regular  basis. 
Inappropriate  infection  control  techniques  by  health  care  providers, 
such  as  wearing  gowns,  masks  and  gloves  for  simple,  nontransmissable 
activities,  were  the  norm  rather  than  the  rarity.   There  were  frequent 
breaches  in  confidentiality,  not  only  among  nurses  but  also  among  other 
health  care  workers.   Similar  situations  occurred  in  San  Francisco 
facilities  as  well. 

Fortunately,  some  nurses  rose  above  their  fears  and  volunteered  on 
a  regular  basis  to  provide  the  care  and  support  required  to  meet  the 
needs  of  these  very  ill  and  frequently  terminal  patients.   Nurses  also 
participated  in  community  activities  and  organizations  that  were 
established  to  respond  to  this  new  disease.   They  creatively  utilized 
the  skills  and  expertise  developed  in  caring  for  patients /clients  in 


ii 


traditional  settings,  such  as  hospitals,  clinics,  and  homes,  to 
establish  programs  in  community-based  organizations.   I  saw  nurses 
training  volunteers  to  provide  practical  and  emotional  support, 
educating  their  peers  and  the  public  about  the  disease,  advocating  for 
compassion  and  resources,  working  with  families  impacted  by  this 
disease,  and  participating  in  policy  development  and  political  action 
that  was  vital  to  enhancing  community  response  to  this  growing  epidemic. 
Some  of  these  nurses  were  also  members  of  the  at-risk  community;  others 
had  family  or  friends  as  members  of  the  gay  community,  and  others  became 
involved  as  a  response  to  the  hysteria  and  fears  within  the  health  care 
environment.   But  all  demonstrated  core  values  of  nursing  compassion  and 
care. 

Individual  nurses,  such  as  Cliff  Morrison,  Helen  Schietinger,  Gary 
Carr,  and  others,  did  not  hesitate  to  become  proactive,  not  only  in 
care,  but  also  in  advocacy.   These  nurses  did  not  wait  for  the  nursing 
organizations  to  initiate  a  response  to  the  epidemic.   In  fact,  it  was 
individual  nurses  who  pressured  and  guided  the  nursing  associations  to 
develop  position  statements,  to  provide  testimony  before  legislative 
bodies,  and  to  mount  positive  responses  concerning  the  epidemic, 
educating  nurses  as  well  as  the  public.   Traditional  nursing 
organizations,  like  traditional  medical  organizations,  were  not  only 
hesitant,  but  resistant  to  becoming  aggressively  involved  in  the 
epidemic.   It  was  a  few  nurses  within  the  California  Nurses  Association 
who  provided  much  of  the  expertise  in  education  and  training  that  formed 
the  foundation  of  a  very  successful  statewide  education  and  training 
program  for  providers  funded  by  the  state  for  ten  years.   And  it  was 
these  nurses  who  also  lobbied  for  funds  and  provided  expert  testimony  on 
numerous  pieces  of  state  legislation.   These  California  nurses  also 
provided  leadership  at  the  national  level  with  the  American  Nurses 
Association  on  federal  legislation.   Some  of  these  nurses  provided 
leadership  in  clinical  settings  as  well. 

It  was  Cliff  Morrison,  as  a  clinical  nurse  specialist  at  San 
Francisco  General  Hospital,  who  designed  and  implemented  a  special  unit 
for  people  with  AIDS  (Pas).   This  special  unit,  with  integrated 
treatment,  care,  and  support  services,  became  the  "gold  standard"  for 
inpatient  care  and  was  duplicated  across  the  country.   Later  Cliff 
became  the  deputy  director  of  a  large  Johnson  &  Johnson  Foundation  grant 
that  successfully  implemented  HIV/AIDS  care  systems,  similar  to  the  San 
Francisco  model,  in  eleven  cities  across  the  country. 

Nurses  also  implemented  other  services  in  San  Francisco  community- 
based  organizations.   One  of  the  nurses,  Helen  Schietinger,  established 
the  housing  program  of  the  Shanti  Project.   These  early  models  of  nurses 
responded  creatively  and  effectively  to  the  needs  of  the  statewide  nurse 
case  manager  for  home  care  developed  in  the  mid-1980s  by  a  nurse,  Peggy 
Falkner,  in  the  State  Health  Department  Office  of  AIDS.   The  Ward  86, 
San  Francisco  General  Hospital,  Outpatient  Clinic  is  world  renowned  for 
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the  quality  of  care  and  the  expertise  of  its  staff,  many  of  whom  are 
nurse  practitioners  like  Gary  Carr.   UCSF  AIDS  Clinic  also  has  highly 
qualified  nurse  practitioners.   Nurses  were  and  are  also  significantly 
involved  in  AIDS  Drugs  Clinical  Trials,  including  the  San  Francisco 
Community  Consortium  headed  by  Donald  Abrams,  M.D. 

Nurses  have  always  been  involved  with  the  poor  and  most  vulnerable 
of  a  society's  citizens.   Each  war,  epidemic,  and  community  disaster  has 
had  nurses  in  the  middle  of  the  crisis,  providing  a  variety  of  services, 
care,  and  support.   The  AIDS  epidemic  is  no  different.   In  fact,  in  the 
early  years  before  there  was  effective  treatment,  the  caring  of  nurses 
was  too  often  all  that  we  could  give.   Often  these  nurses  are  not 
identified  in  the  media  or  the  history  books;  they  are  the  "unsung 
heros."   But  it  is  often  the  nurse  who  sits  with  the  patient  and/or  the 
family  through  the  many  critical  episodes  of  AIDS;  who  counsels  a  person 
just  receiving  the  positive  results  of  an  HIV  test;  who  holds  the  hand 
of  a  dying  person  at  night;  who  embraces  a  mother  crying  over  the  death 
of  a  son  or  daughter. 

Some  of  us  believe  that  everything  in  our  professional  lives,  and 
sometimes  our  personal  lives,  has  led  us  to  this  pandemic.   The  work  has 
become  a  mission  and  we  are  committed  to  the  long  haul.   Unfortunately, 
as  of  March,  1999,  there  appears  to  be  no  end  in  sight.   The  worldwide 
pandemic  continues  to  rage  out  of  control  with  90  percent  or  more  of  new 
infections  occurring  in  developing  countries  in  Africa  and  Asia  at  the 
rate  of  16,000  new  infections  per  day.   In  some  countries  in  the 
southern  regions  of  Africa,  20  to  30  percent  of  the  general  populations 
are  already  infected.   In  this  country,  annual  new  infections  have 
remained  unchanged  for  several  years  and  therapeutic  drug  treatments  are 
not  accessible  to  everyone  who  is  infected.   The  need  for  nurses  and 
nursing  care  continues  to  be  vital  and  critical  to  our  overall  social 
response.   Nurses  will  continue  to  participate  and  to  use  those  nursing 
values  and  skills  that  best  meet  the  need  of  people  infected  and 
affected  by  HIV/AIDS. 

Helen  Miramontes,  R.N.,  M.S.,  F.A.A.N. 
Associate  Clinical  Professor 
Community  Health  Systems  Department 
School  of  Nursing,  UCSF 


March  1999 

San  Francisco,  California 
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SERIES  HISTORY--by  Sally  Smith  Hughes 

Project  Origin 

The  idea  for  an  oral  history  series  on  the  medical  impact  of  the 
San  Francisco  AIDS  epidemic  originated  with  Evelyne  and  David  Lennette, 
virologists  who  have  been  following  the  history  of  the  disease  since  its 
first  recognition  in  1981.   In  1991,  they  began  generously  to  provide 
support  for  interviews  with  physicians  at  the  University  of  California, 
San  Francisco  [UCSF]  and  San  Francisco  General  Hospital  [SFGH]  who  were 
prominent  in  AIDS  medicine  in  its  earliest  phase,  1981-1984.   That 
series  with  twelve  physicians,  two  dentists,  and  one  epidemiologist—the 
AIDS  physicians  series  —  is  now  complete  and  available  for  research  at 
the  Bancroft  and  UCSF  libraries. 

The  physicians'  accounts  made  evident  the  critical  role  of  nurses 
in  AIDS  history.   It  seemed  imperative  to  capture  their  story.   In  1994 
we  applied  for  and  received  a  two-year  award  of  $60,000  from  the 
University  of  California  Universitywide  AIDS  Research  Program  to 
interview  ten  nurses  active  in  AIDS  nursing  in  San  Francisco.   We 
gratefully  acknowledge  UARP's  support  of  phase  2--the  AIDS  nurses 
series  —  of  the  AIDS  oral  history  project.   Jointly  sponsored  by  the 
Regional  Oral  History  Office  of  the  Bancroft  Library,  UCB,  and  the 
Division  of  the  History  of  Health  Sciences,  UCSF,  it  significantly 
expands  oral  documentation  of  the  AIDS  epidemic.   As  in  the  earlier 
series,  the  focus  is  on  the  first  three  years  of  the  epidemic  when  San 
Francisco  led  the  way  in  many  areas  of  AIDS  nursing  and  medicine. 

Primary  and  Secondary  Sources 

To  prepare  for  the  interviews,  I  used  the  documents  and 
publications  described  in  the  "Series  History"  essay  appearing  with  the 
AIDS  physicians  series  oral  histories.   In  addition,  interviewees  in  the 
nurses  series  in  several  cases  provided  documents  from  their  personal 
files  which  added  immeasurably  to  the  oral  account.   I  wish  particularly 
to  thank  Angie  Lewis,  Grace  Lusby,  Michael  Helquist,  and  Helen 
Schietinger  for  the  time  they  took  to  select,  compile,  and  donate 
documents  for  the  historical  record.   These  documents  will  be  deposited 
in  the  AIDS  History  Project  Archives  at  UCSF  Library. 

The  Oral  History  Process 

The  oral  history  methodology  used  in  this  project  is  that  of  the 
Regional  Oral  History  Office,  founded  in  1954  and  producer  of  over  1,400 
archival  oral  histories.   The  method  consists  of  background  research  in 


primary  and  secondary  sources;  systematic  recorded  interviews; 
transcription,  editing  by  the  interviewer,  and  review  and  approval  by 
the  interviewee;  deposition  in  manuscript  libraries  of  bound  volumes  of 
transcripts  with  table  of  contents,  introduction,  interview  history,  and 
index;  cataloging  in  national  on-line  library  networks  (MELVYL,  RLIN, 
and  OCLC);  and  publicity  through  ROHO  news  releases  and  announcements  in 
scientific,  medical,  and  historical  journals  and  newsletters  and  via  the 
UCSF  Library  web  page  (http://www.library.ucsf.edu/).   The  reader 
interested  in  the  pros  and  cons  of  the  oral  history  method  is  referred 
to  the  "Series  History"  in  the  AIDS  physicians  volumes. 

Oral  histories  in  the  AIDS  nurses  series  ranged  in  length  from  two 
to  ten  hours.   Details  of  the  interview  process  with  specific 
individuals  may  be  found  in  the  interview  history  preceding  each  oral 
history  transcript.   The  oral  history  volumes,  tapes,  and  supporting 
documents  will  be  available  for  research  in  the  AIDS  History  Project 
Archives  at  UCSF  Library. 


Emerging  Themes 

ROHO's  AIDS  series  consists  to  date  of  twenty-five  oral  histories 
on  the  medical  and  nursing  response  to  the  San  Francisco  AIDS  epidemic 
in  its  first  three  years.   There  is  a  wealth  of  information  on  its 
medical,  scientific,  political,  social,  and  personal  aspects.   Although 
it  is  impossible  to  do  justice  to  this  collection  in  a  brief  summary, 
the  following  comments  suggest  in  broad  outline  the  richness  of  the 
thematic  material. 

These  oral  histories  with  nurses  continue  the  themes  running 
through  the  physicians  series  —  individual  "preparedness"  for  the 
epidemic  in  both  professional  and  personal  senses;  organizing  medical, 
nursing,  and  social  services  in  the  face  of  a  new  and  fatal  disease;  the 
epidemic's  impact  on  the  careers  and  emotional  life  of  health  care 
providers.   Compared  to  the  oral  histories  with  physicians  in  phase  1, 
what  is  generally  different  about  the  oral  histories  with  nurses  is 
their  portrayal  of  a  day-to-day,  hands-on,  in-the-trenches  engagement 
with  the  people  most  affected  by  the  epidemic  —  the  people  with  AIDS. 
Some  of  this  distinction  is  due  to  the  different  requirements  of  the  two 
professions.   Put  simplistically,  physicians  diagnose,  treat,  and 
prescribe  for  patients  on  an  episodic  basis.   Their  contact  with 
patients,  particularly  in  an  incurable  disease  such  as  AIDS,  may  run  for 
years,  even  decades,  but  is  broken  up  into  episodic  bedside,  clinic,  or 
office  visits. 

Such  is  not  the  case  with  hospital  nursing.   As  long  as  the 
patient  is  hospitalized,  a  nurse  or  nurses  is  caring  for  the  patient  in 
an  immediate,  personal,  and  ongoing  fashion.   The  highs  and  lows  of  the 
nurse-patient  relationship  are  difficult  to  escape,  as  these  oral 
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histories  indicate.  Because  nursing  contact  with  patients  tends  to  be 
more  sustained  and  personal  than  is  physicians',  it  is  often  more  of  a 
struggle  to  sustain  a  proper  balance  between  personal  involvement  and 
professional  detachment.  Some  of  the  nurses  in  these  volumes  speak  of 
"burnout"  as  a  consequence  of  over- commitment  and  of  the  measures  they 
take  to  lessen  or  escape  it. 

The  role  of  the  gay  community  in  AIDS  activities  is  another 
persistent  theme.   The  fact  that  six  of  the  ten  interviewees  in  this 
series  are  gay  or  lesbian  is  not  incidental.   In  most  cases,  their 
sexual  orientation  was  a  basis  for  their  original  engagement  in  the 
epidemic,  which  to  this  day  in  San  Francisco  affects  gay  men  in  larger 
numbers  than  any  other  single  demographic  group.   AIDS  in  the  years 
covered  by  this  project  was  widely  perceived  as  a  "gay"  disease.   The 
nurses  in  this  series  had  the  same  perception  and  in  many  cases  chose 
AIDS  care  as  a  way  of  assisting  members  of  "the  community",  meaning  the 
articulate  and  organized  gay  and  lesbian  community  centered  around,  but 
not  limited  to,  Castro  Street  in  San  Francisco.   Thus  it  is  inevitable, 
as  these  oral  histories  vividly  demonstrate,  that  the  history  of  AIDS  in 
San  Francisco,  is  inextricably  intertwined  with  gay  culture. 

Yet  another  important  theme  is  the  impact  of  the  epidemic  on  the 
stature  of  nursing.   Although  AIDS  in  San  Francisco  has  always  been  a 
multidisciplinary  activity,  involving  health  care  professionals,  social 
and  community  workers,  government  agencies,  etcetera,  the  interviews 
show  nurses  taking  on  more  responsibilities,  devising  innovative 
services  for  holistic  AIDS  care,  and  assuming  a  stronger  "voice"  in  the 
medical  hierarchy.   For  example,  it  was  nurses  who  organized  and  ran  (of 
course  with  physician  oversight),  and  continue  currently  to  run  the 
inpatient  AIDS  unit,  Ward  5B  (now  5A) ,  at  San  Francisco  General 
Hospital.   Nurses  also  played  a  major  role  in  structuring  comprehensive 
patient  management  and  community  support  systems  which  are  a  critical 
part  of  the  multidisciplinary  model  of  AIDS  care  for  which  San  Francisco 
was  known  in  the  early  epidemic.   I  hope  the  reader  will  be  prompted  to 
read  on  and  to  take  from  these  oral  histories  much  more  than  I  have 
suggested  here. 


Locations  of  the  Oral  Histories 

The  oral  history  tapes  and  bound  volumes  are  on  deposit  at  UCSF 
Library's  AIDS  History  Project  Archives.   The  volumes  are  also  available 
at  the  National  Library  of  Medicine,  the  Bancroft  Library,  UCLA,  and 
other  manuscript  libraries. 
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Note  Regarding  Terminology 

In  this  project,  both  interviewer  and  interviewee  sometimes  use 
the  term  "AIDS"  to  refer  to  the  disease  before  it  had  been  officially 
given  this  name  in  the  summer  of  1982.   "AIDS"  is  also  used  to  designate 
the  disease  which  in  recent  years  has  come  to  be  known  in  scientific  and 
medical  circles  as  "HIV  disease".   In  these  oral  histories,  the  term 
"AIDS"  has  been  retained,  even  when  its  use  is  not  historically  accurate 
or  in  tune  with  contemporary  technical  terminology. 
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INTERVIEW  HISTORY- -Gayling  Gee 


Gayling  Gee's  position  as  Head  Nurse  at  the  AIDS  Clinic  at  San 
Francisco  General  Hospital  for  four  years,  beginning  with  its  opening  in 
March  1983,  entitles  her  to  a  prime  place  in  this  oral  history  series  on 
nursing  in  the  early  AIDS  epidemic.   Her  pioneering  role  in  AIDS  nursing 
predates  the  formation  of  the  clinic;  in  1981,  she  was  hired  as  a  clinical 
nurse  in  the  AIDS/oncology  clinic  headed  by  Paul  Volberding.   In  this  oral 
history,  she  describes  in  detail  the  initial  organization  of  the  clinic, 
the  AIDS  screening  clinic  which  she  and  a  colleague  ran  to  identify 
patients  with  the  new  syndrome,  and  the  clinic's  sometimes  rancorous  links 
with  the  inpatient  AIDS  ward  in  the  hospital  a  few  buildings  away.   On  a 
personal  level,  Gee  tells  what  it  was  like  to  be  a  heterosexual  Asian  woman 
treating  a  patient  population  which  in  the  early  days  was  overwhelmingly 
male  and  gay.   Despite  a  conservative  background  and  no  previous  experience 
with  the  gay  community,  she  allowed  patients  to  educate  her  about  gay 
sexual  practices.   In  turn,  she  unabashedly  gave  advice  regarding  safer  sex 
practices.   At  a  time  when  no  effective  treatment  was  available  for  AIDS, 
she  saw  her  job  as  one  of  disease  prevention  as  well  as  diagnosis  and 
treatment . 

This  oral  history  is  a  fine  record  of  the  many  tasks  which  the  early 
clinic  was  meant  to  accomplish.   Under  the  supervision  of  Paul  Volberding, 
Gee  was  largely  responsible  for  day-to-day  operation  of  the  increasingly 
busy  schedule.   She  describes  the  clinic's  physical  layout,  the  advantages 
and  disadvantages  of  its  isolation  from  hospital  administration,  the  focus 
on  continuity  of  nursing  care  among  clinic,  inpatient  ward,  and  community 
services,  and  many  other  aspects  of  clinic  policy  and  procedure.   Her 
account  has  intrinsic  interest  but  takes  on  added  import  with  the  knowledge 
that  the  clinic  served  as  a  model  of  enlightened  and  comprehensive 
outpatient  care,  attracting  visitors  from  around  the  country  and  the  world. 
Gee  also  remarks,  in  what  has  become  a  major  theme  of  this  oral  history 
series,  on  the  impact  of  AIDS  on  the  nursing  profession.   A  final  comment, 
although  intended  for  AIDS  nurses  in  general,  applies  to  her  own  role  in 
the  epidemic: 

Well,  at  least  in  San  Francisco,  there  were  so  many  nurses  who 
contributed  so  much,  who  have  served  as  such  wonderful  role 
models  for  other  nurses,  who  took  on  an  epidemic  that  people 
were  really,  really  frightened  of... 

The  Oral  History  Process 

Gee  at  the  time  of  the  interviews  held  an  administrative  position  at 
San  Francisco  General  Hospital  (Hospital  Associate  Administrator,  Surgical 
and  Specialty  Services),  and  for  eight  years  had  not  been  directly  involved 
in  AIDS  patient  care.   Nonetheless,  she  spoke  with  immediacy  and  animation 
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of  the  AIDS  Clinic's  early  history  and  her  own  professional  and  personal 
reactions  to  the  epidemic.   Two  interviews  were  conducted  in  Gee's  home  in 
San  Francisco.   She  kindly  donated  a  small  collection  of  slides  of  the  AIDS 
Clinic,  which  were  deposited  in  the  AIDS  History  Project,  Special 
Collections,  UCSF  Library. 

Gee  never  found  time  to  review  the  transcripts  of  the  interviews. 
Consequently,  editorial  additions  are  presented  in  square  brackets.   The 
oral  history  is  an  honest  record  of  one  who  unlike  many  of  her  nursing 
colleagues  was  not  initially  drawn  to  the  epidemic  because  of  personal 
identification  with  the  gay  community.   Rather,  she  saw  a  need  for 
specialized  nursing  services  which  she  set  about  to  organize  and  provide 
unstintingly  to  the  best  of  her  considerable  ability. 


Sally  Smith  Hughes,  Ph.D 

Research  Historian  and  Principal  Editor 


August  1999 

Regional  Oral  History  Office 

The  Bancroft  Library 

University  of  California,  Berkeley 


I   FAMILY  BACKGROUND,  EDUCATION,  AND  EARLY  CAREER 
[Interview  1:  September  6,  1995 1111 

Early  Life 


Hughes:   Gayling,  would  you  start  back  with  where  you  were  born  and 

educated,  and  also  tell  me  about  your  early  career  before  AIDS? 

Gee:     Well,  I  was  actually  born  here  in  San  Francisco  at  Children's 

Hospital,  in  the  old  wing  that  they  tore  down.   My  family  moved 
out  to  Las  Vegas  when  I  was  entering  the  second  grade.   I  lived 
there  until  I  graduated  from  high  school,  and  then  came  back  to 
Berkeley  to  go  to  school.   I  finished  my  bachelor's  degree  in 
physiology  in  '71,  and  then  applied  for,  and  was  accepted  to,  the 
nursing  program  at  UCSF. 

I  graduated  from  the  baccalaureate  program  in  1973,  and  then 
from  the  master's  degree  program  in  community  health  nursing  in 
1974.   At  that  time,  it  was  transitioning  from  a  three-quarter- 
per-year  program  to  a  full-year  program.   Two  or  three  years  later 
it  became  a  full  two-year  program  to  get  a  master's  degree. 


Early  Career 


Gee:     I  went  to  work  [1974-1976]  at  On  Lok  Senior  Health  Services,  which 
was  a  pilot  program  that  is  now  a  model  for  adult  day  health  care, 
specifically  geriatric  care.   I  did  three  years  of  public  health 
in  Berkeley,  worked  for  the  Department  of  Public  Health,  and  was 


1  ##  This  symbol  indicates  that  the  tape  or  tape  segment  has  begun  or 
ended.   A  guide  to  the  tapes  follows  the  transcript. 


situated  in  a  hypertension  clinic  in  the  south  Berkeley  area.   It 
was  a  program  that  was  funded  by  the  Lyndon  Johnson  block  grant 
programs.   I  worked  there  for  three  years  [1976-1979],  and  then 
heard  of  an  opening  in  medical  clinics  at  San  Francisco  General 
Hospital  in  1979. 


II   THE  AIDS  EPIDEMIC 


The  Oncology  Clinic  on  Ward  5B  at  San  Francisco  General  Hospital 


Gee:     So,  in  September  of  '79,  I  came  to  San  Francisco  General  and 

worked  there  for  two  years  [1979-1981].   I  think  it  was  July  of 
'81  that  Paul  Volberding  came  to  San  Francisco  General.   It  was  at 
that  time  that  he  wanted  to  establish  an  oncology  clinic  and  have 
a  faculty  practice  similar  to  what  was  in  existence  up  at  the 
university  [UCSF] .   So  in  order  to  accomplish  that,  he  had  to  move 
out  of  the  general  medical  clinics  area.   The  only  space  that  was 
available  was  Ward  5B  in  the  hospital,  which  became  the  original 
oncology  unit. 

Hughes:   Why  did  he  have  to  move  out  of  the  medical  clinics? 

Gee:      I  believe  it  was  that  the  university  contract  did  not  allow  the 

university  to  do  professional  fee-billing  while  we  were  in  a  city 
clinic.   Ward  86  [the  AIDS  Clinic]  started  out  as  a  similar  model, 
separate,  and  there  was  a  professional  fee  component.   It  was 
predominantly  the  chemotherapy  they  could  do  professional  fee- 
billing  for. 

Hughes:   Was  Volberding  hired  specifically  to  start  an  oncology  clinic? 

Gee:     Yes,  to  the  best  of  my  recollection.   Paul  would  have  to 

corroborate  this:   I  think  previously  there  were  only  part-time 
oncologists,  so  there  would  be  an  oncologist  who  came  to  the 
clinic  one  day  a  week.   The  morning  was  the  clinic  and  the 
afternoon  was  the  inpatient  consult.  And  then  there  were 
hematology-oncology  fellows  that  came  through.   I  presume  they  had 
some  kind  of  off-campus  relationship  with  the  attending  physician, 
but  the  fellow  pretty  much  ran  what  was  going  on  in  the  inpatient 
ward  the  rest  of  the  time. 

I  believe  Paul  was  the  first  full-time  oncologist  that  was 
at  the  hospital,  and  part  of  the  incentive  for  him  being  there  was 


to  do  this  professional  practice  model.   In  order  to  do  that,  we 
moved  up  to  5B. 


Sharing  with  Housestaff 


Gee:      5B  at  the  time  was  an  empty  unit.   It  was  the  sleep  quarters  for 
the  housestaff,  so  in  the  evening  some  time  between  four-thirty 
and  five-thirty,  the  housestaff  would  start  checking  into  their 
room  and  put  their  things  into  the  room  and  leave.   They  would  be 
working,  of  course,  on  the  hospital  units.   At  night  they  would 
come  back  and  sleep.   But  by  that  time,  I  was  already  gone. 
However,  early  in  the  morning  when  I  came  in  between  seven-thirty 
and  eight,  they  would  still  be  there.   Some  of  them  would  still  be 
sleeping;  some  of  them  would  be  in  the  process  of  shaving  or 
showering,  or  in  the  process  of  leaving,  as  I  tried  to  open  up  a 
clinic. 


Furnishing  the  Unit 


Gee:     Imagine,  if  you  can,  an  inpatient  room.   Some  of  them  were  doubles 
and  some  of  them  were  singles  and  each  still  had  patient  beds  in 
them.   I  moved  desks  into  all  of  the  rooms  that  were  assigned  to 
me,  and  I  think  I  had  about  six  rooms  at  the  time.   So  we  moved  in 
a  desk  and  a  chair,  and  later  on  we  started  moving  exam  tables 
into  those  rooms.   So  there  would  be  a  bed,  an  exam  table,  and  a 
desk,  and  a  chair  in  this  room.   The  advantage  to  the  patient,  I 
presume,  was  that  they  had  their  own  bathroom. 

I  remember  a  number  of  days  where  I  would  have  to  knock  on 
the  door  and  ask  the  fellow  or  the  housestaff,  could  they  please 
vacate  as  soon  as  possible  because  we  were  going  to  be  starting 
clinic.   But  we  only  had  clinic  one  day  a  week,  and  that  was  on 
Wednesday  mornings,  and  that  was  specifically  an  oncology  clinic. 


First  Patient 


Gee:      Prior  to  moving  up  to  5B,  I  recall  seeing  our  first  HIV  patient. 
He  was  a  young  gentleman  who  was  from  the  East  Coast  somewhere, 
and  he  was  out  here  alone.   He  was  in  his  early  twenties,  had 
Kaposi's  sarcoma,  and  I  think  he  had  Pneumocystis  pneumonia,  but 


I'm  not  very  sure  at  this  point.   But  he  had  Kaposi's  sarcoma  that 
was  quite  aggressive.   He  had  numerous  small  dark  purplish  lesions 
all  over  his  body,  but  after  a  while  they  grew  so  big  that  they 
coalesced.   The  inner  aspect  of  his  thigh  looked  like  one  huge 
scab,  and  his  chest  became  just  mottled  with  purple  lesions.   The 
ultimate  cause  of  his  death  was  extensive  Kaposi's  sarcoma  cells 
in  his  lung,  so  he  died  in  the  ICU  [intensive  care  unit].   I 
remember  seeing  him  in  the  springtime  of  that  year,  I  believe  it 
was  '81,  and  by  October  of  that  year,  he  had  died. 

Hughes:   That  must  be  the  patient  that  Paul  talked  about.1 
Gee:     Yes.   His  first  name  was  Phillip. 

Hughes:   The  earliest  AIDS  patient  at  San  Francisco  General  was  actually 
the  toxoplasmosis  patient  of  Dr.  Wofsy's.2 

Gee:     Yes,  I  remember  her  mentioning  him  when  I  was  up  on  5B  and  we  were 
just  chatting  about  this. 


Staff 


Gee:      In  September,  1981,  we  moved  up  to  5B,  and  I  opened  up  shop  there. 
I  started  out  with  maybe  fifteen  oncology  patients  on  Wednesday 
morning,  and  then  the  Kaposi's  sarcoma  patients  started  coming  in, 
so  it  bumped  the  numbers  up  to  between  twenty  and  twenty- five. 
That  began  to  be  very,  very  difficult  for  me  to  handle.   To  handle 
the  flow  and  give  the  chemotherapy  and  assist  the  physicians  in 
the  flow  of  the  clinic,  it  became  very,  very  busy. 

Hughes:   You  were  the  only  nurse? 

Gee:     It  was  just  myself.   The  Department  of  Medicine  loaned  us  a 

secretary,  Barbara  Murgato,  and  she  was  our  clerk  in  the  morning. 
She  would  assist  us  in  doing  the  minimal  eligibility  that  was 
required,  stamping  the  patients'  forms  and  progress  notes,  and 


1  See  the  oral  history  with  Paul  A.  Volberding,  M.D.   San  Francisco 
AIDS  Oral  History  Project:   The  Medical  Response,  1981-1984.   An  oral 
history  by  Sally  Smith  Hughes,  PhD,  recorded  in  1992  and  1995,  Regional 
Oral  History  Office,  The  Bancroft  Library,  University  of  California, 
Berkeley.   Hereafter,  UCB  AIDS  physicians  series. 

2  See  the  oral  history  with  Constance  B.  Wofsy,  M.D.,  in  the  UCB  AIDS 
physicians  series. 


Hughes : 
Gee: 


Hughes : 


when  they  were  leaving,  to  set  them  up  with  their  next 
appointment.   She  also  got  their  medical  records  and  their  chest 
x-rays  and  films  sent  up  to  5B  for  the  following  week.   She  set  up 
our  appointment  books  and  did  the  data  entry,  or  gave  it  to 
someone  to  do,  so  we  could  actually  bill  people!   Then  she  worked 
with  the  UCSF  professional  fee  department  to  actually  do  the 
professional  fee  billing. 

So  when  the  Kaposi's  sarcoma  patients  started  coming  in,  it 
just  got  to  be  very  busy.   At  the  same  time,  Paul  was  looking  at 
clinical  drug  trials  and  was  successful  in  obtaining  the  alpha- 
interferon  trial.   We  had  ten  slots  in  the  trial,  and  we  started 
enrolling  patients.   Paul  said,  "Well,  what  if  we  did  it  on 
another  day?"   So  we  decided  that  the  interferon  patients  would 
come  in  on  Mondays.   So  on  those  days  I  would  become  a  study 
nurse;  Monday  was  study  time.   I  would  draw  the  blood,  administer 
the  interferon,  ask  the  appropriate  questions  that  were  on  the 
study  protocol. 

At  the  time,  we  had  a  volunteer  by  the  name  of  Steve  Hudner. 
He  was  very  helpful  in  helping  me  with  the  flow  of  things. 

He  was  a  physician? 

No,  he  was  just  a  volunteer.   He  just  helped  me  do  little  things- 
paperwork,  or  meeting  and  greeting  people,  or  helping  me  move 
things  around.   He  was  recruited  into  being  the  courier,  because 
the  bloods  that  we  drew  had  to  be  packaged.   Then  Paul  would  drive 
Steve  down,  and  they  would  drop  the  blood  tubes  at  Federal  Express 
or  some  kind  of  air  delivery  system,  and  the  blood  would  be  flown 
somewhere  to  a  lab  to  actually  have  the  tests  done.   I  forget 
which  test  it  was,  if  it  was  T-cell  counts  or  what.   Because  of 
the  nature  of  the  test,  it  wasn't  available  locally. 

It  was  tested  in  a  lab  at  the  drug  company  supplying  the 
interferon? 


Gee:      It  was  either  their  lab  or  an  outside  lab  that  we  had  to  send  out 
to.   Paul  could  probably  give  you  the  specific  information  about 
that. 

Hughes:   It  could  have  been  Schering,  which  was  involved  with  the  first 

alpha-interferon  trial.   Did  Schering  approach  Paul,  or  was  Paul 
looking  for  new  therapies? 

Gee:      I'm  really  not  sure.   If  it  was  Schering,  it  was  [probably?] 

through  Paul's  personal  contact.   Someone  probably  approached  him 
at  a  conference.   We  weren't  really  big  enough;  nobody  knew  who  we 


were.   We  weren't  Ward  86  yet,  and  we  weren't  the  inpatient  AIDS 
ward  [5B].   It  was  a  very,  very  small  operation. 

Frankly,  the  ten  patients  who  came  to  me  for  the  interferon 
trial  actually  came  from  Marc  Conant.   The  procedure  was  that  the 
patients  somehow  hooked  up  with  Marc  Conant,  and  Helen  Schietinger 
did  quite  a  bit  of  a  work-up.   I'm  not  sure  if  they  were  part  of  a 
study  there  or  not.   But  most  of  the  patients  were  initially  seen 
up  at  UC  and  then  they  came  to  us.   Then  subsequent  to  getting  the 
alpha  interferon  from  us,  they  stayed  on  and  started  receiving 
their  care  from  Paul  and  whoever  the  other  oncologists  were. 


Relations  with  the  Kaposi's  Sarcoma  Clinic,  UCSF 


Hughes:   My  understanding  of  the  KS  Clinic  is  that  it  was  set  up  for 

patient  evaluation  and  research.   It  was  not  supposed  to  provide 
continuing  care. 

Gee:     Right. 

Hughes:   Now,  is  that  the  division  of  labor,  at  least  in  the  beginning, 
between  the  KS  Clinic  and  your  clinic? 

Gee:     In  the  beginning  it  was,  because  that's  how  Helen  and  I  got  to 
know  each  other.   Helen  was  Marc  Conant 's  nurse  and  I  was  Paul 
Volberding's  nurse,  even  though  we  laugh  at  those  designations 
now.   She  took  very,  very  extensive  patient  workup  per  their 
clinic  protocol  and  kept  a  lot  of  information  on  them,  and  then 
she  would  direct  them  to  us.   That  probably  occurred  because  Dr. 
Conant  is  a  dermatologist,  and  he  doesn't  do  long-term  care.   Paul 
being  an  oncologist,  it  was  just  more  suitable  that  he  would  do 
the  follow-up  care. 

How  they  came  to  that  arrangement  is  quite  a  mystery  to  me, 
and  I  confess  I  never  really  inquired  of  Paul  how  that  came  to  be. 
Conant  being  a  dermatologist,  probably  people  were  coming  to  him 
saying,  "What  is  this?",  and  then  he  would  make  the  referral  to 
Paul.   At  the  time,  my  understanding  was  UC  was  not  at  all 
interested  in  seeing  any  of  these  cases,  and  Paul  really  was.   So 
the  fact  that  Paul  was  interested  in  Kaposi's  sarcoma  as  an 
oncologic  process  was  probably  what  directed  the  patients  our  way. 

Hughes:   Why  wasn't  UC  interested  in  seeing  these  patients? 

Gee:     I  don't  really  know.   It  seems  that  AIDS  should  have  been 

something  of  great  interest  to  UCSF,  because  it  was  new.   Because 


of  the  research  opportunities,  one  would  think  that  it  would  have 
stayed  there  at  UCSF.   But  for  whatever  reason,  or  because  Paul 
was  very  specifically  interested,  it  came  down  to  the  General. 
But  I  think  Paul,  or  maybe  Donald  Abrams1,  would  be  able  to  give 
you  much  more  background.   I'm  sure  it's  quite  political,  too. 

I  think  we  can  speak  about  it  now,  but  clearly,  this 
particular  disease  raised  a  lot  of  issues  around  homophobia.   At 
the  time,  we  really  didn't  think  anything  of  the  infectious 
process.   We  never  really  used  gloves,  except  to  protect  ourselves 
from  the  chemotherapy.   But  when  I  drew  blood  or  when  I  started  an 
IV,  I  didn't  wear  gloves  unless  I  was  actually  giving  a 
chemotherapeutic  or  oncologic  agent. 

Hughes:   There  were  a  lot  of  theories  about  etiology  in  the  early  days. 
Which  did  you  favor? 

Gee:      I  always  thought  it  was  either  viral  or  bacterial  in  nature,  and 
that  it  was  sexually  transmitted.   I  presumed  that  having  a 
lifestyle  that  was  pretty  wild  would  exacerbate  it. 


Patient  Histories 


Gee:     It  was  incredible  how  naive  I  was  at  that  time  in  terms  of  gay 
men's  lifestyle.   As  I  got  to  know  some  of  the  patients,  they 
would  tell  me  things.   I  think  they  kind  of  enjoyed  "educating 
me,"  and  they  were  quite  good  if  I  asked  questions,  or  if  I 
blushed,  or  whatever.  For  them,  it  was  kind  of  fun,  or  maybe 
liberating  in  some  way,  just  to  say,  "Okay,  this  is  my  lifestyle," 
and  to  have  someone  listen  to  them  that  wouldn't  get  up  and  walk 
out  of  the  room  because  of  what  they  were  hearing.   It  was  in  some 
way  necessary  for  me  to  know  and  become  educated,  because  clearly 
I  was  very  involved  in  the  care  of  these  patients. 

So  part  of  it  was  just  getting  to  know  people  and  their 
feeling  okay  with  me,  which  I  felt  really  good  about,  and  probably 
there's  some  emotional  release  to  be  able  to  share  things  with 
people  in  a  nonjudgmental  way.   So  I  hope  that's  what  I  provided 
for  people.   I  had  a  lot  of  really  good  conversations  with  people, 
and  learned  a  lot,  and  was  mildly  shocked.   But  then,  what  amazed 
me,  was  that  I  could  just  kind  of  move  on  and  say,  "Okay,  I  accept 
this  as  a  lifestyle."   I  grew  up  fairly  conservatively,  and  being 


1  See  the  oral  history  with  Donald  Abrams,  M.D.,  in  the  UCB  AIDS 
physicians  series. 


from  a  very  small  town,  it  could  have  been  a  real  turnoff.   But  it 
wasn't;  it  was  okay,  and  both  the  patients  and  I  could  move  on 
from  there.   I  was  kind  of  amazed  at  myself  that  I  could  do  that. 

Hughes:   Was  taking  a  history  a  formal  part  of  your  procedure? 

Gee:     Early  on  it  wasn't,  because  the  numbers  were  fewer.   The  message 

about  AIDS  wasn't  out  there  yet,  so  most  people  came  when  they  had 
an  obvious  symptom.   So  we  weren't  so  much  into  the  preventative 
aspect,  or  even  the  early  symptomatic  management.   Patients  came 
in  and  they  either  had  incredible  diarrhea,  or  they  had  Kaposi's 
lesions,  or  they  had  a  respiratory  condition.   So  the  avenue  for 
them  to  come  in  really  wasn't  through  the  KS  clinic.   When  I  did 
do  a  history,  it  was  part  of  a  study  protocol,  but  I  don't  recall 
those  studies  being  very  extensive  in  terms  of  the  nature  of 
questions  asked. 


PCP  Patients  Seen  at  the  Oncology  Clinic  on  Ward  5B 

Hughes:   When  did  you  begin  to  see  PCP  patients  at  the  clinic  on  5B? 

Presumably,  the  first  patients  you  saw  were  all  KS  patients,  or 
else  why  would  they  come  to  an  oncology  clinic? 

Gee:     You're  right,  the  first  six  months,  those  were  all  Kaposi's 

sarcoma  patients.   Some  time  that  year  [1981],  I  remember  Connie 
Wofsy  coming  up  and  saying,  "I'm  seeing  some  of  these  Pneumocystis 
patients  as  follow-up  patients  in  ID  [Infectious  Disease]  clinic, 
and  it's  not  really  appropriate,  because  it's  not  a  continuity 
clinic.   Can  I  bring  these  patients  up  to  your  clinic  on  Mondays?" 
So  I  said,  "Oh,  sure,  we  could  do  that."  So  Monday,  in  addition 
to  being  a  Kaposi's  sarcoma  treatment  clinic,  was  also  the  AIDS 
continuity  clinic.   Then  Connie  began  to  bring  up  her  PCP  patients 
for  follow-up.   It  was  some  time  in  February  or  March  of  '82.   I 
remember  her  talking  to  me  about  it,  and  yet  I  didn't  see  the 
first  couple  of  PCP  patients  for  maybe  a  month  or  two.   It  was 
partly  her  being  able  to  coordinate  her  schedule  so  she  could 
actually  come  up.   I  think  it  was  Monday  morning. 

Somewhere  in  that  March-April  [1982]  time  frame,  Steve 
Follansbee  started  volunteering  his  time  in  the  clinic.   Then  in 
July,  Donald  Abrams  came  back  to  San  Francisco  General,  so  he 
added  his  oncology  presence.   So  Wednesdays  and  Mondays  became  our 
heavy  clinics.   Throughout  that  fall,  it  grew  more  and  more,  and 
then  in  January  of  '83,  we  moved  to  Building  80. 


10 
The  AIDS  Clinic.  Building  80 

The  AIDS  Nurse  Screening  Clinic 

Gee:     Where  taking  patient  histories  became  much  more  of  the  routine  was 
when  we  were  in  Ward  86  [the  AIDS  Clinic].   Laurie  Hauer,  the 
research  nurse  for  Connie  Wofsy,  and  myself,  were  clinic  nurses. 
Connie  actually  came  up  and  said,  "You  know,  I  don't  need  to  see 
most  of  these  new  patients.   They  are  the  worried  well  who  are 
walking  around,  and  if  we  walk  them  through  this  kind  of  history, 
you  could  probably  tell  them  that  they  don't  have  any  symptoms 
that  we  can  really  treat  right  now.   But  if  they  have  exacerbation 
of  this,  this,  or  this,  you  could  refer  them  to  a  new  patient 
appointment  to  see  a  physician."  By  then,  early  1983  when  the 
AIDS  Clinic  opened,  Laurie  and  I  both  knew  pretty  much  what  was 
going  on  with  the  disease. 

So  that  was  the  beginning  of  the  AIDS  nurse  screening 
clinic.   It  was  based  on  how  Connie  did  her  history  and  physicals. 
We  would  ask  patients  a  number  of  things.   It  was  a  symptom 
review,  and  at  the  very  end  we  would  look  for  high-risk 
activities.   So  it  was  sexual  activity,  do  you  use  any 
recreational  drugs,  or  do  you  use  any  nonprescription  drugs,  what 
kind  of  sex  do  you  engage  in?  We  would  ask  more,  depending  on  the 
response  that  the  individual  gave  us.   So  if  it  would  seem  like 
they  had  this  kind  of  lifestyle  or  this  many  sexual  partners,  or 
if  they  were  gay  or  straight  or  whatever,  or  many  people  were—not 
many,  some  men  were  straight,  and  they  just  had  questions  about 
it. 

So  based  on  patients'  responses,  we  took  the  opportunity  to 
really  do  preventive  education.   "If  you're  going  to  use  IV  drugs, 
don't  share  your  needles."  Or,  "You  need  to  wear  a  condom  when 
you  have  sex."  Or,  "You  need  to  reduce  the  number  of  your 
partners."  Or,  "You  need  to  be  a  little  more  careful  about  your 
sexual  partners,  and  don't  engage  in  anonymous  sex,  because 
definitely,  the  virus  is  out  there;  the  disease  is  out  there." 

I  think  the  patients  were  taken  aback  that  two  women  were 
asking  them  these  questions.   I  think  after  a  while,  they  felt 
kind  of  comfortable,  because  we  were  just  very  clinical  about  it. 
I  think  there  was  some  hesitancy  to  answer,  but  if  I  felt  anything 
was  left  out,  I  would  usually  go  back  and  requestion,  or  I  would 
take  that  opportunity  to  say,  "This  is  an  educational  thing."   So 
if  I  thought  they  were  engaging  in  more  sexual  activity  than  they 
admitted,  I  wouldn't  bother  to  say,  "You  really  have  to  tell  me 
the  truth  here."  I  would  just  go  on  and  give  the  full  array  of 
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education.   "If  you  do  this,  this  is  more  dangerous."  Or,  "If  you 
have  rectal  sex,  or  if  you  have  oral  sex,  this  is  what  you  would 
do." 

I  look  back  and  I  think,  Boy.   [laughs]  All  these  things 
that  we  said,  and  it  wasn't  with  women;  it  was  with  men.   It  was 
just  an  amazing  experience  to  be  able  to  get  to  a  level  where  you 
could  be  comfortable  talking  about  just  about  anything. 

Hughes:   The  fact  that  you  could  do  these  things  that  you  had  not  been 
doing  in  the  past,  does  that  imply  that  people  from  the  start 
reacted  differently  to  this  disease?  What  would  prompt  you  to 
move  into  a  line  of  questioning  that  might  have  felt  uncomfortable 
in  other  situations? 

Gee:     Well,  it  was  the  nature  of  the  disease.   It  had  to  bring  us 

ultimately  to  that.   It  always  circled  around  activities  that  most 
people  hold  very  private  or  don't  want  to  talk  about,  but  we 
always  had  to  go  to  that. 

By  the  time  we  had  moved  to  Ward  86  and  started  this  nurse 
screening  clinic,  it  was  like  '83,  '84,  so  I'd  already  been 
involved  in  the  disease  for  two  years.   So  by  that  time,  it  was 
not  a  big  deal.   I  learned  from  the  presentations  of  Paul  and 
Marc,  when  they  talked  about  sexual  activities  and  drug 
activities.   They  were  able  to  put  it  in  words  that  were  clinical 
and  acceptable  and  not  provocative,  so  that  you  could  still  carry 
on  a  conversation,  but  it  would  be  very  matter-of-fact.   I  know 
that  if  I  had  worked  in  an  STD  clinic,  it  would  have  gotten  to  the 
same,  because  you  just  deal  with  controversial  subjects  as  a 
professional  issue  after  a  while. 

Hughes:   Was  there  a  full  range  of  patients  in  the  screening  clinic—some 
who  had  overt  AIDS,  some  who  were  infected,  which  I  guess  you 
couldn't  tell  in  those  days,  and  the  worried  well? 

Gee:     Yes. 

Hughes:  The  idea  was  that  you  were  going  to  differentiate  these  groups? 

Gee:     Yes.   Relative  to  our  resources,  we  were  being  inundated  with 

people.  In  1983-84,  people  knew  about  AIDS.  There  was  general 
hysteria  out  there;  there  was  homophobia.   Yet  there  was  also, 
"what  if":  What  if  I  was  a  straight  male,  and  I  had  a  sexual 
contact  with  a  woman,  would  I  get  AIDS?" 

So  I  had  the  full  range  of  patients,  including  a  young 
couple  who  came  in.   I  think  I  had  a  discussion  with  him.  He  was 
a  straight  man,  but  I  think  I  recall  that  he  had  some  outside 
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sexual  activities,  and  then  was  worried.   I  said,  "Well,  it 
doesn't  sound  like  you're  at  risk,  and  you  have  no  symptoms,  but 
these  are  the  activities  that  you  need  to  be  careful  of."  Every 
once  in  a  while  I  would  say,  "Well,  remember  all  those  things  that 
your  mom  told  you  that  you  should  do?  You  really  should  do  them, 
because  it's  part  of  having  a  safe  lifestyle  in  which  you  would  be 
less  at  risk  for  getting  something  like  AIDS.   If  you  think  you 
are  at  risk,  you  need  to  reduce  your  drug  usage,  you  need  to  eat 
well  and  get  a  lot  of  sleep,  and  those  are  things  that  help  keep 
your  immune  system  healthy." 

So  it  was  the  straight  couple  that  came  in,  all  the  way  to 
several  patients  who  came  in  and  had  difficulty  breathing.   If  we 
had  screening  clinic  on  a  Thursday  and  a  patient  couldn't  come 
back  until  Monday,  I  said,  "Well,  let's  make  you  an  appointment 
for  Monday,"  but  if  Friday  he  came  in  severely  short  of  breath,  we 
admitted  him  that  afternoon.   So  it  was  really  a  range  from 
someone  who  was  not  in  a  risk  group  but  had  an  encounter  and  was 
very  concerned,  to  the  person  who  was  so  sick  that  he  had  to  be 
admitted  to  a  hospital  the  next  day.   We  had  a  couple  of  people 
who  came  in  and  were  admitted  that  same  day. 

** 

Gee:      I  was  just  doing  clinical  stuff;  I  was  not  at  all  administrative. 
Paul  was  somehow  negotiating  for  additional  space.   There  was  a 
tremendous  pressure  for  us  to  move  out  of  5B,  because  in  fact  they 
wanted  to  reopen  5B  as  a  medical  indigent  adult  unit.   It  was 
going  to  be  the  MIA  unit.   They  had  one  head  nurse  designated  for 
that  unit,  but  when  it  became  clear  that  we  had  enough  inpatient 
census  to  really  support  an  AIDS  inpatient  unit,  the  focus  changed 
and  I  believe  that's  when  they  brought  Cliff  Morrison  on  to  open 
up  an  AIDS  inpatient  unit. 

I  think  it  would  be  important  to  give  Cliff  a  call  and  say, 
"Who  asked  you  to  open  up  an  AIDS  inpatient  unit?"   I'm  not  sure, 
but  I  think  it  was  Maryanne  McGuire,  who  was  the  director  of 
nurses  at  that  time,  who  spearheaded  that. 

Hughes:   Is  it  typical  of  an  ID  clinic  not  to  provide  continued  care? 

Gee:      Our  ID  clinic  is  primarily  a  consultation  clinic,  or  they  see 

people  for  a  brief  period  of  time.   They  saw  a  lot  of  hepatitis 
patients  whom  they  would  manage  through  the  symptomatology,  and 
then  try  and  refer  them  back  to  a  primary  care  provider.   So  they 
did  not  see  themselves  as  providing  ongoing  care,  and  really,  the 
system  didn't  promote  that.   The  system  promoted  every  patient 
having  a  primary  care  provider. 


13 
Recognizing  the  New  Disease  as  a  Syndrome 


Hughes:   Do  you  remember  how  quickly  it  became  apparent  to  you,  and  to 

those  you  were  working  with,  that  KS  was  one  aspect  of  a  syndrome, 
that  there  were  several  aspects  to  it,  and  that  PCP  and  the  OIs 
[opportunistic  infections]  were  part  of  it? 

Gee:     Well,  I  think  Connie  knew  it  very  early  on.  When  she  approached 
us  to  actually  see  the  PCP  patients  in  the  AIDS  Clinic,  I  just 
kind  of  said,  "Okay,  it's  another  patient."  So  I  didn't  have  a 
full  grasp  of  the  disease  and  the  whole  trajectory;  I  was  still 
seeing  it  more  as  an  oncologic  thing.   Perhaps  in  the  fall  of  "82 
was  when  I  started  thinking,  I'm  starting  to  get  the  syndrome  part 
of  this  disease,  that  it's  a  continuum.   We  saw  the  KS  as  the 
healthier  patient,  and  the  Pneumocystis  as  the  sicker  patient, 
because  our  KS  patients  were  healthier  and  lived  longer  than  our 
Pneumocystis  patients. 

Hughes:   Yet  your  very  first  AIDS  patient  died  of  KS. 

Gee:     Yes.   But  he  was  mine,  not  Connie's.   Mine  didn't  die  of 

opportunistic  infections.   So  our  perspectives  of  the  syndrome 
were  very  different.   But  they  did  come  together  at  the  point  that 
Connie  said,  "We  need  to  do  this  differently." 

Hughes:   It  seems  to  me  that  the  staff  of  the  oncology  clinic  was  first 
seeing  KS,  which  then  led  you  to  these  other  conditions. 

Gee:     Yes. 

Hughes:   Was  Connie  doing  it  the  opposite  way?  Was  she  seeing  PCP 

patients,  and  then  began  to  see  patients  who  also  had  KS,  but  were 

coming  to  the  ID  clinic  because  they  couldn't  breathe  and  who  were 
more  worried  about  PCP  than  they  were  about  KS? 

Gee:     No,  she  saw  it  from  the  respiratory  perspective.   Patients  would 
get  admitted  through  the  emergency  room,  or  perhaps  through  their 
primary  care  provider.  When  they  were  discharged  it  was  more 
automatic,  because  these  were  predominantly  healthy  men  who  really 
didn't  have  a  primary  care  doctor.   How  they  got  to  us  I'm  not 
sure.   I'm  pretty  sure  that  if  they  could  have  been  somewhere 
else,  they  wouldn't  have  come  to  San  Francisco  General.   So  for 
whatever  reason,  because  of  our  reputation  or  because  they  were 
picked  up  by  an  ambulance,  the  ones  with  Pneumocystis  who  were 
brought  to  San  Francisco  General,  when  they  were  discharged,  they 
were  typically  given  an  ID  consult.   Even  if  they  were  referred  to 
chest,  chest  would  say,  "No,  this  is  ID."  So  I  think  the  ID 
consult  service  began  getting  this  cadre  of  patients;  it  just 
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became  part  of  the  culture  to  refer  PCP  patients  to  ID  clinic, 
until  such  point  that  Connie  said,  "No,  this  is  not  an  appropriate 
clinic  for  them  to  be  seen,  because  it  doesn't  have  the 
appropriate  resources,  and  PCP  is  part  of  the  larger  disease." 

So,  I  think  Connie  was  the  one  who  pulled  this  in  together. 
If  she  had  never  come  up  to  us,  we  could  have  had  two  parallel 
clinics  going  for  some  time.   I  really  have  to  credit  Connie  for 
coming  to  us  and  saying,  "PCP  really  needs  to  be  part  of  this 
clinic." 

Hughes:  As  long  as  she  was  in  ID,  she  never  had  a  PCP  clinic? 

Gee:  No,  never. 

Hughes:  PCP  patients  came  to  ID  clinic. 

Gee:  Yes. 

Hughes:   In  those  patients  in  which  both  PCP  and  KS  manifest  themselves, 
would  they  develop  KS  before  PCP,  or  is  there  any  pattern? 

Gee:      Early  on,  I  recall  patients  having  KS,  and  then  as  they 

progressed,  they  would  ultimately  get  PCP.   So  my  recollection  is 
that  most  patients  got  KS,  and  lived  fairly  healthily  until  such 
point  that  they  got  some  other  opportunistic  infection,  most 
commonly  PCP.   So  I  would  see  patients  with  KS  who  then  got  PCP, 
and  then  died  of  the  PCP  more  than  the  KS.   That's  just  my 
recollection. 

Then  there  was  another  group  who  just  came  in  with  their 
first  bout  of  PCP,  went  out,  and  within  six  to  eight  months  went 
in  for  their  second  bout  of  PCP,  and  they  died.   That  is  my 
perception. 

Hughes:   So  they  were  sicker  when  they  first  presented  than  the  average  KS 
patient. 

Gee:     Yes.   And  they  didn't  all  have  KS.   It's  just  my  general  gestalt 
of  things,  looking  back  through  the  haze  of  time.   I  remember  it 
being  so  unusual  for  a  patient  to  come  in  with  the  third  bout  of 
Pneumocystis .   I  think  it  was  in  '85,  it  was  like,  Wow,  he's  had 
his  third  bout  of  PCP.   Your  second  bout  was  almost  like  the  death 
knell;  very  shortly  thereafter,  you  would  die,  or  you  would  never 
really  quite  recover  from  your  second  bout  of  PCP. 

Hughes:   A  KS  lesion,  unless  it's  internal,  of  course  is  visible.   It  seems 
to  me  that  most  people  who  have  a  strange  purplish  lesion  would 
wonder  and  worry  about  it,  and  probably  fairly  quickly  consult  a 
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specialist.   But  that  would  be  less  true  of  PCP,  until  it  was  so 
advanced  that  a  person  couldn't  breathe.   How  would  a  person 
without  medical  training  know  that  he  had  PCP? 

Gee:     Well,  around  '84,  when  the  education  really  started  getting  out 
there  of  what  you  should  watch  for,  that's  why  we  had  so  many  of 
the  "walking  wounded"  come  in  to  our  clinic.   Shortness  of  breath 
or  whatever  they  felt  was  what  brought  them  to  San  Francisco 
General.   I  think  the  other  part  of  what  brought  them  to  San 
Francisco  General  is  that  they  knew  they  could  see  us,  and  if  they 
were  really  sick,  they  could  go  back  to  their  regular  doctor  and 
have  it  checked  out.   We  offered  them  a  quick  check,  an  expert 
check,  and  an  anonymous  check.   So  they  wouldn't  have  to  go  to 
their  doctor,  and  perhaps  admit  to  him  for  the  first  time  that 
they  were  gay,  or  that  they  thought  they  had  what  was  known  as  a 
gay  disease. 

Hughes:   I  see.   A  lot  of  the  patients  that  you  saw  in  the  clinic  were  not 
being  seen  by  gay  physicians  in  the  community? 

Gee:      I  don't  know  that,  because  I  really  don't  know  the  proportion  of 
gay  physicians  who  were  around  at  that  time.   I  think  in  the  last 
ten  years,  a  number  of  gay  physicians  have  selected  to  do  AIDS 
work  because  of  a  personal  commitment  to  it.   But  at  the  time, 
there  was  not  that  focused  a  cadre  of  gay  physicians  who  one  could 
go  to  and  know  that  they  were  gay.   I  think  what  we  offered  the 
one-timers  was  an  opportunity  to  have  an  anonymous  quick  check, 
and  they  would  never  come  to  the  General  again. 

They  were  not  part  of  our  regular  patient  population.   They 
were  brand  new.   They  all  had  new  ID  numbers,  which  meant  that 
they  had  never  been  in  the  system  before.   These  were  all  new  one 
time  comers,  who  just  wanted  to  know,  because  the  media  out  there 
was  saying,  "Well,  if  you're  short  of  breath,  or  if  you  have 
unusual  spots,  see  a  doctor." 


Fear  of  Infection 


Gee:     And  it  wasn't  just  limited  to  patients.   We  all,  myself  included, 
would  say,  "What  do  you  think  that  is?"   You'd  nicked  yourself  and 
have  a  little  hematoma  or  whatever.   "Is  that  a  KS  lesion?"   I 
think  I  went  up  to  Paul  at  least  once,  if  not  twice,  and  said, 
"What  do  you  think  of  this?"   He'd  go,  "Nah."   [laughter] 

Hughes:   So  your  own  vulnerability  was  on  your  mind. 
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Gee:     Absolutely.   Because  who  knew?   What  if  there  was  a  respiratory 
component? 

I  stuck  myself  once.   I  was  administering  interferon,  and  I 
had  discontinued  the  IV.   I  went  to  put  the  needle  back  in,  which 
is  what  you  never  do  anymore,  and  in  doing  so,  it  slipped.   It 
actually  went  through  the  barrel  and  stuck  me.   So  I  squeezed  out 
as  much  blood  as  I  could,  and  the  patient  was  very  concerned  for 
me  too.   I  remember  the  patient's  name;  it  was  Kurt. 

I  remember  checking  with  the  infection  control  nurse,  and 
she  said,  "Well,  it  went  through  the  barrel,  so  that  probably 
cleaned  off  the  exterior  of  the  needle,  and  by  the  time  it  stuck 
you,  there  was  probably  very  little  in  the  barrel  itself,  probably 
an  insignificant  amount  to  really  do  any  harm  to  you."  But  I 
spent  a  sleepless  night  because  I  stuck  myself,  and  I  started 
thinking,  What  does  it  mean,  and  gee,  what  if?   Then  after  a  day 
or  two,  it  was  like,  Well,  what  are  you  going  to  do  about  it?   You 
can't  obsess  over  it,  so  just  move  on. 

There  was  a  study  of  AIDS  workers  where  they  would  at  least 
once  a  year  do  a  serology  on  you,  and  I  never  seroconverted.   So 
after  the  fourth  or  fifth  year,  I  thought,  Oh,  well,  this  isn't 
going  to  happen  to  me.   I'm  not  going  to  convert  because  I  got 
that  one  little  needlestick.   I  don't  think  I  ever  stuck  myself 
again,  and  I  never  got  anything  that  I  considered  to  be  a 
significant  splash.   That  one  stick  was  so  very  early  on,  before 
the  hysteria.   It  was  just  one  of  those  things. 

I  remember  being  on  5B  one  day;  it  was  the  first  year  that 
we  were  in  operation  as  an  AIDS  clinic.   Paul  came  in  and  said, 
"You  know,  they're  really  thinking  that  it's  much  more  infectious 
than  we  previously  presumed  so.   We  really  should  be  wearing 
gloves  when  we  do  all  these  procedures."   I  went,  "What!   Thanks 
for  telling  me  now!   Do  you  know  how  long  I've  been  doing  this?" 
So  it  was  just  one  of  those  things  that  I  said,  "Okay,  at  least 
now  you  know,  and  you  do  need  to  take  precautions." 

Hughes:   Do  you  remember  being  very  fearful? 

Gee:     No.   I  think  it  was  because  I  just  knew  too  many  patients.   There 
were  lots  of  bodily  secretions  that  I  never  came  in  contact  with. 
For  me,  drawing  blood  into  a  vacutainer  or  drawing  blood  into  a 
syringe,  giving  someone  chemotherapy,  the  exposure  was  so  minimal 
that  I  never  really  thought  that  it  was  a  problem.   I  didn't  have 
to  do  what  the  inpatient  nurses  do,  which  is  clean  up  diarrhea,  or 
bathe  or  care  for  people  with  herpetic  lesions,  or  change  their 
dressings.   So  I  never  really  felt  obsessive  concern  about  my 
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health  vis-a-vis  patient  care.   So  I  consider  myself  very 
fortunate  because  of  the  setting  that  I  was  in. 


Defining  AIDS 

Hughes:   I'm  interested  in  how,  in  the  early  days,  you  defined  a  case  of 
AIDS.   I'm  thinking  of  patients  who  didn't  have  overt  PCP  and 
didn't  have  KS,  but  maybe  they  had  wasting  syndrome,  or  any  of  the 
less  obvious  markers  of  AIDS.   Did  you  have  patients  like  that  in 
the  screening  clinic? 

Gee:     Yes.   The  doctors  knew  that  we  were  doing  a  good  job  of  keeping 
the  masses  away.   There  was  some  hysteria  in  the  community,  but 
there  was  a  lot  of  real  stuff  going  on.   There  were  some  people 
who  just  were  not  definable,  and  we  would  always  tell  them,  "Now, 
if  anything  recurs,  come  back  and  we'll  march  through  the 
screening  thing  again."   So  we  were  never  adamant  about  telling 
people,  "You're  fine;  you  don't  need  to  come  back."  Or,  "You're 
paranoid."   Or,  "You're  crazy,"  or  whatever.   We  would  always  say, 
"If  you  have  any  symptom,  please  come  back,  because  there's  no 
test  for  this  disease.   We  can  only  define  it  by  symptoms,  so  keep 
coming  back." 


I  recall  two  or  three  patients  for  which  this  was  true.   We 
would  say,  "Come  back."   Or  we  would  have  a  record  from  six  months 
ago  that  the  patient  had  come  in,  and  now  they're  going  through 
the  screening  again,  and  in  fact  their  symptoms  were  a  little  more 
defined.   If  we  had  anything  that  was  the  least  bit  questionable, 
we  would  automatically  refer  to  the  physicians. 

Hughes:   Were  you  doing  T-cell  counts? 

Gee:     No.   They  were  done  through  studies.   Because  they  were  expensive 
and  not  readily  available. 

Hughes:   Did  the  CDC  definition  of  AIDS  play  any  role  in  your  thinking? 

The  obvious  markers  were  PCP  and  KS,  but  there  was  also  a  list  of 
opportunistic  infections  which  expanded  as  people  learned  more. 

Gee:     Well,  we  were  always  conscious  of  it.  We  knew  if  you  had  any  kind 
of  herpetic  lesion,  or  a  flare-up  that  was  kind  of  unusual,  or 
even  if  you  had  a  condition  and  it  wasn't  necessarily  related  to 
AIDS,  we  would  refer  that  to  a  physician. 
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Lymphadenopathy  was  always  difficult,  because  neither  of  us 
nurses  were  nurse  practitioners.  We  would  say,  "Well,  do  you  have 
any  unusual  bumps  or  whatever?"  We  were  sitting  there  going, 
"Well,  what  is  this?"   Occasionally,  if  we  had  a  question,  we 
would  call  one  of  the  docs  in.    They  were  not  always  available, 
so  we  might  have  to  wait  for  them  to  come  up.   But  they  were  very, 
very  good.   If  we  needed  them  to  come  up  right  away,  or  soon,  they 
really  would  be  there.  And  the  same  was  true  for  the  fellows. 
They  would  be  told,  "Well,  you  need  to  respond  to  these  nurses  if 
they  have  any  questions." 

So  we  always  used  the  CDC  definition,  and  the  typical 
symptoms  that  were  attached  to  that.   So  we  would  be  concerned 
about  unusual  skin  lesions,  respiratory  and  GI  symptoms,  even 
weight  loss.   If  anyone  lost  more  than  ten  pounds  in  a  month 
without  dieting,  that  would  be  a  clear  indication  that  we  would 
ask,  "Are  you  having  any  diarrhea?   Are  you  having  any  unusual  GI 
symptoms?"   So  we  would  go  through  our  own  little  internal 
procedures  and  try  to  do  a  mini-diagnosis.   But  if  there  was  ever 
any  question,  we  would  just  have  them  come  back. 

Hughes:   What  would  you  do  with  a  patient  who  had  lost  a  lot  of  weight? 
Gee:     He  would  get  referred  to  a  physician. 
Hughes:   His  own  private  physician? 

Gee:     If  he  had  one.   If  he  didn't  have  one,  then  we  would  give  him  an 
appointment  in  the  clinic.   And  even  if  he  did  have  a  private 
physician,  we  could  still  bill  private  insurance,  so  it  was 
actually  an  incentive  for  us  to  do  that.   But  that  was  never 
really  part  of  our  thought  process.   It  was,  You  can  go  back  to 
see  your  own  physician,  or  you  can  see  a  physician  here.   I  think 
given  the  clinic's  growing  reputation  at  that  time,  patients 
preferred  being  seen  by  a  physician  who  knew  and  understood  AIDS. 


The  Clinic  as  a  Streamlining  Process 


Gee:     There  were  a  number  of  patients  who  came  to  us  via  that  screening 
clinic.   That  was  the  obvious  way.   You  really  couldn't  get  into 
the  physicians'  clinic  without  having  clear  symptomatology  that 
would  automatically  put  you  in,  but  most  of  the  physicians 
preferred  that  something  be  done. 

Hughes:   Are  you  saying  there  that  almost  without  exception,  patients  had 
to  go  through  the  screening  clinic? 
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Gee:     Just  about,  yes.   Not  only  could  we  do  the  history  and  determine 
symptomatology,  there  was  kind  of  a  standing  protocol  of  what 
tests  we  could  order.   So  it  would  be  a  CBC  [complete  blood 
count],  with  or  without  liver  panel,  and  urinalysis.   We  could 
even  collect  stool  cultures,  or  sputum  cultures  if  there  was 
something  respiratory,  and  they  were  bringing  something  up.   Could 
it  be  TB  or  whatever?   Could  they  have  some  kind  of  parasitic 
problems?   So  we  could  do  a  lot  of  preliminary  tests  in  advance  of 
the  patient  coming  back  to  see  the  doctor.   So  it  streamlined 
patient  evaluation,  and  the  doctors  liked  it  because  then  they 
immediately  had  the  hematocrit. 

Hughes:   So  they  had  much  more  information. 

Gee:     Yes,  it  really  streamlined  the  process.   So  that  was  the  real 

value  of  the  nurse  screening  clinic.   In  fact,  we  wrote  it  up,  and 
it  was  published  in  Nurse  Practitioner  journal.1   It  got  us  a  lot 
of  mileage  at  various  conferences,  [laughing]   We  did  at  least 
three  posters  on  this  clinic. 

Hughes:   Was  a  nurse  screening  clinic  a  new  idea  in  nursing? 

Gee:      I  don't  know  if  it  was  a  brand-new  idea.   I  think  nurses  do  a  lot 
of  screening  in  other  arenas.   But  it  certainly  was  a  clinic  where 
Laurie  and  I  took  a  giant  step  forward  from  what  most  nurses  are 
allowed  to  do.   I  think  it's  because  we  had  the  confidence  of  the 
physicians,  that  we  were  side  by  side  with  them,  learning  about 
this  new  disease  and  attending  many  of  the  same  conferences  that 
they  had.   We  were  very  interested  and  we  worked  well  with  the 
patients.   So  I  think  we  did  a  great  job  of  really  maximizing  the 
role  of  the  nurse  in  assisting  the  process.   It  was  innovative. 


The  Nurse-Physician  Partnership 


Hughes:   It  sounds  as  though  it  was  a  less  hierarchical  system  than  is 
usually  true  in  health  care. 

Gee:     Yes.   I  don't  know  what  it  is  about  HIV,  whether  the  nurses  who 

come  to  it  are  just  a  little  more  outspoken,  or  if  the  physicians 
are  more  open,  but  I  found  in  just  about  every  arena,  no  matter 
where  I've  gone,  that  the  physicians  and  the  nurses  really  have 
much  more  of  a  partnership  than  you'll  see  in  other  diseases. 


1  G.  Carr,  G.  Gee.   AIDS  and  AIDS-related  conditions:   Screening  for 
populations  at  risk.   Nurse  Practitioner  1986,  11:10,  25-48. 
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I  think  oncology  is  a  discipline  that  has  a  nice  physician- 
nurse  collaborative  relationship,  so  maybe  it's  because  HIV  is  a 
terminal  disease.   At  some  point  it  truly  does  become  a  nursing 
process,  because  then  you're  nursing  the  patient  through  the 
symptomatology  to  death.   When  you  get  into  the  terminal  care, 
that's  when  I  find  that  physicians  pull  back  a  little  bit,  and 
they  need  more  support  to  support  the  patient  as  he  moves  forward 
in  his  trajectory  toward  the  end  stages  of  the  disease.   So  it 
might  be  the  terminal  nature  of  the  disease  that  has  created 
greater  collaboration  between  nurses  and  physicians. 

One  of  the  great  rewards  in  working  in  AIDS  care  is  that 
there  is  a  nice  partnership  among  everyone,  including  social 
workers,  nutritionists,  volunteers,  whoever  comes  through  the 
clinic.   It  might  be  the  politics  of  San  Francisco,  too.   I've  had 
people  from  New  York  and  Texas  and  Colorado  come  to  our  clinic  and 
say,  "We  couldn't  possibly  do  what  you're  doing  in  our  city."   And 
I  would  think,  Why  not?  Well,  my  only  experience  was  here  in  the 
city  where  there's  a  tremendous  political  will;  there's  a 
tremendous  personal  commitment.   So  physicians  and  nurses,  the 
community,  and  the  patients  brought  a  lot  of  commitment  to,  "This 
is  a  bad  disease,  and  we're  having  a  tough  time  dealing  with  it, 
but  we're  in  it  together.   How  can  I  help?"   So  there  was  always 
that  kind  of  general  feeling  around  it. 


Setting  Personal  Boundaries 


Gee:     The  down  side  of  it  was  that  you  would  sometimes  have  employees 
who  were  so  engaged  with  the  patient  that  they  couldn't  be 
effective,  and  then  you  would  have  other  individuals  who  came  in 
with  a  mission,  so  it  would  become  dysfunctional.   So  there  were 
dysfunctional  things,  and  there  were  extremely  wonderful  and 
collaborative  things  that  would  happen. 

Hughes:   What  are  you  thinking  of  when  you  say  "mission?"  Can  you  give  me 
an  example? 

Gee:     I'm  here,  and  I'm  a  gay  man,  and  I  may  be  HIV-positive,  and  you 
will  give  this  patient  everything  he  needs.   Or,  I  stayed  with 
this  patient;  I  went  in  Saturday  morning  to  see  how  he  was  doing. 
I'm  doing  this  and  I'm  doing  that,  and  how  can  you  not  do  this? 
So  the  personal  boundaries  for  your  professional  relationship  with 
individuals  break  down.   We  all  have  that  problem,  because  there 
are  some  patients  who  affect  us  more  than  others.   But  there  were 
some  people  who  expected  you  not  to  have  the  same  personal 
boundaries  with  individual  patients  that  they  did.   So  it  had 
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funny  dynamics.  It  got  into,  "Well,  I'm  the  only  one  who  can  take 
care  of  this  patient,  and  I'm  the  best  person  here  to  take  care  of 
him." 

So  that's  the  down  side  of  it.   It  was  always  very,  very 
subtle,  and  I'm  saying  it  in  a  very  overt  way.   Some  people  did  it 
in  spurts,  and  I'm  not  saying  that  everybody  did  it  all  the  time. 
Every  once  in  a  while,  I  would  get  to  the  point  where,  This  is  too 
strange,  and  I  have  to  back  away,  and  I'm  sorry,  but  I  don't  have 
the  personal  commitment  that  you  have  to  this  patient.   But  it 
should  be  okay,  because  I'm  still  here  every  day  at  work  doing  my 
best. 

Hughes:   The  problem  didn't  break  down  along  straight-gay  lines? 

Gee:      I  don't  think  so.   I  think  it  happened  to  everybody  at  different 
points.   If  we  were  all  doing  it  together,  it  was  extremely 
dysfunctional.   And  when  we  all  backed  off,  then  it  got  to  be 
okay.   But  it  was  just  a  little  strange.   There  were  times  when  I 
thought,  Well,  you're  just  being  too  hard  on  everyone,  Gayling. 
Because  I  was  the  head  nurse;  I  had  to  create  an  atmosphere  where 
everyone  could  work,  where  you  didn't  bite  at  each  other.   We 
would  say  every  once  in  a  while:   "Why  are  we  feeding  on  each 
other?   We're  always  doing  this."   Nurses  asked  that  of  each  other 
all  the  time.   "We're  in  this  feeding  frenzy,  and  it's  on 
ourselves.   The  doctors  never  do  this  to  themselves,  so  why  are  we 
nurses  doing  it?" 

Hughes:   Meaning,  getting  too  personally  involved  with  patients? 

Gee:     Yes,  and  then  beating  yourself  up  because  you  didn't  do  110 

percent  for  every  single  patient.   Very,  very  subtle  dynamics,  but 
it  was  always  there.   A  lot  of  people  who  came  to  work  in  the 
clinic  were  really  excellent  people,  excellent  workers,  but  you 
would  just  get  into  these  strange  things  every  once  in  a  while. 

And  understandably  so.   I  think  it's  difficult  to  work  in  an 
oncology  and  in  an  AIDS  unit.   We  had  very  few- -well,  we  had  no 
cures.   The  only  thing  that  we  could  really  take  as  value  to  us 
was  a  job  well  done  to  help  someone  through  his  disease.   But  you 
could  never  win.   You  always  lost.   The  disease  always  won. 

If  you  were  HIV-positive,  I  could  understand  where  it  would 
be  a  horrible  thing  to  see  yourself  in  every  single  patient  who 
walked  through  the  clinic  every  day,  knowing  that  there  was 
nothing  that  anyone  could  do  for  you.   So  the  dynamics  would  get 
very  intense  sometimes. 
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Hughes:   Some  people  allowed  their  entire  life,  for  a  time,  to  be  devoted 
to  AIDS.   Did  you  find  that  you  needed  to  place  a  limit  on  how 
involved  you  got? 

Gee:      I  would  frequently  work  late,  and  I  would  frequently  do  what  I 
think  was  my  duty.   I  would  never  leave  if  a  patient  was  still 
there.   I  really  tried  to  always  make  sure  that  I  was  the  last  one 
to  leave.   I  also  had  a  very  vested  interest  in  the  administrative 
work,  so  a  lot  of  the  things  that  I  stayed  late  for  were  just  to 
make  sure  that  the  administrative  stuff  was  done.   I  always  wanted 
the  clinic  to  look  neat  and  clean,  so  it  wouldn't  bother  me  to  go 
around  and  pick  up.   If  something  needed  to  be  cleaned,  I  would  do 
that.   So  my  involvement  was  very  much  in  the  work  itself,  but  I 
always  felt  that  I  kept  a  comfortable  distance  between  the 
dynamics  of  the  disease  and  what  was  really  going  on. 


Gee:     The  most  difficult  thing  for  gay  men  working  in  HIV  was  that  they 
would  do  it  at  work,  and  then  they  would  go  home,  and  people  would 
ask,  "Well,  what  about  this  disease?"   So  they  were   constant 
educators  and  private  consults.   "Well,  tell  me  what  I  should  do 
with  this.   What  about  this?"  And  if  they  joined  in  some  of  the 
community  activities  that  were  going  on,  they  became  community 
educators.   They  became  the  volunteers  who  would  go  to  people's 
houses.   It  was  probably  harder  for  men  to  say  no,  whereas  I  never 
had  any  of  that  when  I  went  home.   So  I  think  that  was  what 
allowed  me  to  keep  a  distance. 

I  remember  very  early  on,  particularly  for  the  patients  who 
were  in  the  first  alpha-interferon  studies,  that  I  went  to  two  or 
three  funerals.   After  the  third  one,  I  said,  "I  can't  do  this 
anymore.   Otherwise,  I  would  be  going  to  funerals  all  the  time." 
So  I  allowed  myself  to  not  go  to  funerals  unless  I  really  wanted 
to.   And  yet,  I  think  I  felt  the  closest  to  the  initial  patients 
who  came  in,  which  was  kind  of  understandable,  because  I  didn't 
have  to  share  them  with  anyone  else.   They  were  all  my  patients. 
So  I  was  pretty  clear,  early  on,  that  I  had  to  keep  this  distance. 
I  didn't  want  to  become  so  absorbed  in  the  disease  and  the 
dynamics  of  what  was  going  on  that  I  couldn't  keep  moving  on. 

The  other  thing  was  that  the  clinic  kept  growing,  so  my  role 
kept  changing.   Changing  roles  gave  me  different  challenges, 
different  perspectives.   People  asked  me  to  do  talks,  so  I  did  my 
share  of  that.   I  always  had  to  do  something  a  little  new, 
something  more  administrative.   At  the  same  time,  it  also  took  me, 
in  small  increments,  farther  and  farther  away  from  really  knowing 
the  patients  in  the  same  way  I  knew  the  first  couple. 
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So  as  my  role  became  more  administrative,  it  became  easier 
for  me  to  maintain  my  distance.   What  I  was  losing  in  terms  of 
patient  contact,  I  was  gaining  in  trying  to  manage  the  staff 
problems;  we  had  a  tremendous  amount  of  change  just  due  to  the 
addition  of  more  and  more  staff  every  year.   We  grew  from  three, 
to  five,  to  fifteen,  to  twenty,  to  thirty. 


Paul  Volberding 


Gee:     The  doctors,  and  Paul  in  particular,  initially  spent  a  lot  of  time 
in  the  clinic,  and  then  over  time,  because  of  his  administrative 
duties,  his  academic  duties,  his  speaking  engagements,  he  started 
to  leave  the  clinic.   So  there  was  a  set  of  dynamics  around,  "Why 
aren't  you  in  the  clinic,  Paul?   You  should  be  here  seeing 
patients. " 

At  one  staff  meeting,  I  remember  very  vividly  saying,  "You 
cannot  ask  Paul  to  be  here  every  day.   He  is  not  going  to  be  here. 
He  is  out  there  seeing  what  is  going  on  on  the  horizon,  and  he  is 
actually  helping  to  bring  clinical  trials  here.   He  needs  to  be 
out  there  to  bring  the  things  that  are  necessary  for  this  clinic 
to  continue  to  grow  and  provide  opportunities  for  the  patients." 
So  I  may  not  have  said  it  quite  that  way,  but  I  do  remember 
telling  people  to  get  a  grip,  because  Paul  couldn't  be  in  the 
clinic  seeing  patients  every  day. 

Hughes:   He  had,  in  a  sense,  a  more  important  function. 

Gee:     Right.   But  the  psychic  link  with  Paul  was  incredible  to  me.   It 
was  very  nice,  and  we  all  wanted  Paul  to  stay  involved  with  the 
clinic.   We  never  wanted  him  to  forget  the  clinic.   But  of  course, 
he  wouldn't.   But  there  was  a  psychic  struggle  at  one  point  in 
time,  because  there  was  a  lot  of  grieving  around  the  fact  that 
Paul  wasn't  in  the  clinic  as  much  as  he  used  to  be. 

Hughes:   Is  that  a  question  of  personality  question? 

Gee:      I  think  Paul  clearly  is  a  dynamic,  interesting,  personable 

personality.   When  he  engages  with  people,  I  think  people  feel 
very  comfortable  with  him  initially.   He  really  knows  how  to  link 
up  with  people,  and  so  the  patients  love  it.   Patients  would  wait 
hours  to  see  him.   He  is  able  to  touch  people,  or  he  allows  people 
to  touch  him.   So  I  think  that  what  they  really  missed  was  his 
presence  there.   I  think  people  really  liked  having  him  in  the 
clinic. 
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Hughes:   Patients  were  saying  this  more  than  the  staff? 

Gee:     Oh,  no.   The  staff  was  saying  it!   [laughing]   People  would  say, 
"I  want  to  make  an  appointment  with  Dr.  Volberding,"  and  it  was 
like,  "No,  you  will  never  get  an  appointment  with  Dr.  Volberding." 
We  wouldn't  say  it  that  way,  but  it  was  really  clear  that  Paul's 
patient  load  was  based  on  whom  he  selected  to  see,  or  whom  he  had 
seen  for  a  long  time. 

Hughes:   When  did  he  start  to  withdraw  from  the  clinic? 

Gee:     By  early  '85,  he  was  significantly  out  of  the  day-to-day 

operations  of  the  clinic.   He  used  to  have  his  office  up  on  Ward 
86,  and  at  the  point  that  he  moved  down  to  84,  within  two  or  three 
months  it  was  real  clear  that  he  was  spending  less  time  in  the 
clinic.   Clearly,  it  allowed  him  to  go  to  his  office  and  not  have 
to  walk  through  a  sea  of  staff  and  patients,  because  on  Ward  86  he 
really  literally  could  not  get  to  his  office  without  having 
everybody  stop  him.   So  the  luxury  of  going  directly  to  his  office 
without  going  through  the  clinic  worked  to  his  advantage.   Clearly 
at  that  point,  you  needed  someone  who  was  out  of  the  day-to-day 
operations  of  the  clinic,  who  could  really  see  what  the  clinic 
needed  in  terms  of  clinical  trials. 


Additional  Clinic  Physicians 

Hughes:   By  1985,  were  there  sufficient  physicians  with  at  least  some  of 
the  attributes  that  Volberding  had,  so  that  the  operation 
continued  to  run  in  the  same  fashion? 

Gee:     Well,  I  think  we  did.   I  think  in  '85,  we  had  Donald  Abrams,  Lori 
Kaplan,  Steve  Follansbee,  Gifford  Leong,  and  I  think  Mark  Jacobson 
joined  us  about  that  time,  but  I'm  not  really  sure.   Jim  Kahn  was 
either  in  his  fellowship  or  just  about  ready  to  get  out  of  his 
fellowship,  and  I  think  he  wanted  to  come  on.   I  can't  remember 
when  Michael  Clement  came,  or  if  he  was  actually  in  the  clinic. 
But  we  had  a  number  of  people  who  were  really  very  proficient  in 
taking  care  of  patients. 


Nurse  Practitioners 

Gee:     The  key  factor  was  that,  in  1985,  we  had  two  excellent  nurse 

practitioners,  Gary  Carr  and  J.  B.  Molaghan.   They  really  showed 
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everyone  how  much  a  nurse  practitioner  can  take  on,  and  what 
experts  they  can  become  in  terms  of  delivering  excellent  AIDS  care 
with  really  minimal  direction  from  a  physician.   I  recall  in  '85- 
'86  being  able  to  say,  "These  nurse  practitioners  are  as  good  as 
some  of  the  interns  that  we  have,  and  in  fact  they  could  probably 
precept  some  of  the  people  coming  through  here  to  give  care." 

Hughes:   How  had  they  learned?   On  the  job? 

Gee:     We  scheduled  them  for  every  single  clinic.   They  saw  all  the 

screening  patients  initially.   They  would  present  all  their  cases 
to  the  experts:   Paul,  Donald,  Steve,  Gifford.   And  all  of  the 
attending  physicians  were  really  excellent  teachers.   We  really 
had  very  few  residents  rotating  through  the  clinic,  so  the 
physicians  didn't  do  a  lot  of  teaching.   They  were  extremely 
productive  because  they  were  there  to  see  patients.   And  then  they 
wanted  to  do  it  as  quickly  as  possible  so  they  could  get  out  of 
the  clinic  and  do  their  clinical  trials,  or  publishing,  or 
whatever. 


Keeping  Up-to-Date 

Gee:     The  physicians'  only  teaching  component  was  to  teach  the  nurse 
practitioners,  so  the  nurse  practitioners  learned  from  the 
experts.   So  after  two  years  of  seeing  patients  with  experts  just 
sitting  by  your  shoulder,  you  become  really  expert.   And  I  suspect 
the  dynamics  of  AIDS  haven't  changed  that  rapidly  where  it's  that 
hard  to  keep  up  with  it.   The  incremental  changes  in  therapy  or 
the  disease  trajectory  or  whatever  were  such  that,  if  you 
constantly  went  to  conferences,  or  you  had  case  conferences,  or 
there  was  good  discussion  around  patient  cases,  you  really  could 
keep  up  quite  well. 

Hughes:   In-hospital  conferences?   Or  did  people  travel  to  keep  up  with 
what  was  happening? 

Gee:     I  think  both.   The  international  AIDS  conferences  started  in  '84? 
Hughes:   Eighty-five. 

Gee:      I  remember  going  to  Atlanta,  Georgia,  and  I  think  that  was  the 

first  one.   All  of  us,  nurses  and  nurse  practitioners,  sat  there 
and  thought,  We  know  that.  We  know  that.   There  was  very  little 
said  at  that  conference  that  we  didn't  already  know  or  couldn't 
pooh-pooh,  because  our  experts  had  already  told  us  what  the  deal 
was . 
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So  keeping  up  was  a  combination  of  our  own  grand  rounds, 
various  ones  of  us  accompanying  physicians  and  listening  to  their 
presentations,  and  going  up  to  UC,  although  that  latter  was  rare. 
But  there  were  enough  grand  rounds,  and  things  were  going  on  at 
the  hospital,  as  well  as  just  some  of  our  own  internal  clinic 
conferences,  or  you'd  just  hear  things  in  the  conference  room  as 
physicians  were  presenting  patients  or  discussing  patients  or 
whatever. 

Hughes:   You  were  encouraged  to  go  to  all  those  meetings? 

Gee:      I  don't  think  overtly  encouraged,  but  it  was  kind  of  like,  "Well, 
yeah,  you  should  go  to  that."  There  was  a  lot  of,  "If  you  want  to 
go,  you  can  go,"  but  I  don't  think  we  really  pushed  anybody  to  go. 
But  again  it  was  the  personal  commitment  that  a  lot  of  people  had 
to  the  disease  that  made  them  want  to  know  more. 

So  I'm  trying  to  think  if  we  did  anything  in  particular.   I 
think  it  was  really  the  on-the-job  training.   And  we  would  go  to 
enough  conferences  where  we  would  hear  our  docs  speak,  and  after  a 
while,  you  really  had  a  lot  of  what  they  were  saying  committed  to 
memory.   Particularly  for  the  nurse  practitioners,  who  actually 
saw  the  patients,  and  really  applied  a  lot  of  clinical  judgment  to 
what  they  were  doing. 


Comparison  with  New  York  City 

Hughes:   The  other  city  with  a  lot  of  AIDS  patients,  actually  more  in  sheer 
volume  than  San  Francisco  had,  was,  of  course,  New  York  City.   Do 
you  remember  any  comparisons  going  through  your  mind  when  you 
heard  experts  speak  from  other  centers  of  the  epidemic?  Did  you 
think,  Well,  we're  doing  a  better  job? 

Gee:      [laughter]   Well,  we,  of  course,  thought  we  were  the  best.   And  in 
reality,  we  were  seeing  a  more  homogeneous  population.   We  only 
began  to  see  the  problems  that  New  York  was  seeing  in  maybe  '88  or 
'89. 

Hughes:   Do  you  mean  in  terms  of  IV  drug  users? 
Gee:     IV  drug  users  and  women. 

In  '87,  we  started  seeing  some  women  in  the  clinic.   Well, 
there  was  kind  of  a  hysteria  that  went  through  the  entire  clinic, 
including  myself,  because  part  of  me  said,  "This  is  not  a  woman's 
problem.   Why  am  I  seeing  women  in  this  clinic?"   So  I  don't  know 
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if  it  was  denial,  or  I  didn't  want  to  adapt  to  having  women,  or 
more  injection  drug  users,  or  more  people  of  color  coming  through. 
I  just  remember  being  kind  of  resentful,  How  dare  this  disease 
change  on  me?   It  was  silly,  because  those  types  of  patients,  in 
fact,  were  what  New  York  was  seeing  all  along.   In  looking  back, 
we  in  San  Francisco  were  probably  pretty  snotty  about  the  whole 
thing. 

We  were  lucky  because  we  had  a  predominantly  gay,  white, 
male  population.   We  had  tremendous  community  support.   We're  a 
seven-mile-by-seven-mile  city,  and  we  don't  have  the  urban 
problems  and  the  drug  utilization  that  New  York  City  has.   Their 
health  care  system,  already  overburdened  with  all  the  existing 
problems  of  urban  health,  really  was  being  crushed  under  by  the 
additional  burden  of  AIDS. 

We  didn't  have  that  same  kind  of  crush.   It  overwhelmed  our 
system,  but  we  always  managed  to  stay  just  a  little  bit  ahead  of 
it.   In  '88- '89  was  when  the  volume  of  the  clinic  really  just 
skyrocketed;  our  highest  seroconversion  rate  was  seen  in  that 
period.   I  think  from  '89  to  '90,  it  just  leveled  off,  and  now  the 
incidence  of  AIDS  cases  is  starting  to  drop,  probably  because  of 
our  educational  efforts.   The  trajectory  of  AIDS  in  San  Francisco 
was  like  that,  but  the  demographics  stayed  essentially  the  same. 

Hughes:   Another  factor  that  people  mention  is  that  New  York  apparently  has 
a  fair  amount  of  rivalry  amongst  its  medical  centers,  whereas  San 
Francisco  is  portrayed  as  a  generally  cooperative  medical 
community.   Was  that  your  experience? 

Gee:     Yes. 


The  Response  of  Other  San  Francisco  Medical  Institutions 


Gee:     The  university  [UCSF] ,  for  whatever  reason,  was  not  a  main 

contender  in  trying  to  maintain  its  share  of  patients.   I  think 
Kaiser  has  always  been  under  fire  for  not  providing  a  better  model 
of  care  to  HIV  patients.   HIV  patients  would  become  disenrolled 
from  Kaiser.   After  they  got  on  Medi-Cal,  I  don't  know  if  they 
stayed  at  Kaiser,  so  I  shouldn't  really  comment  on  it.   But  there 
were  probably  a  number  of  patients  who  were  at  Kaiser,  and  after 
they  got  Medi-Cal,  they  may  have  switched  over  to  us  because  of 
the  well-roundedness  of  the  AIDS  services.   I  remember  sitting  on 
some  kind  of  community  council  for  Kaiser,  where  Kaiser  really 
wanted  the  primary  care  doc  to  take  care  of  HIV  patients,  and  they 
didn't  want  to  set  up  an  HIV  clinic. 
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Hughes:   Do  you  know  their  reason? 

Gee:     Well,  I  think  it  was  probably  the  same  reason,  that  no  other 

hospital  wants  to  become  HIV-identif ied.   It's  a  homophobia  issue. 
It  has  the  drug-using,  sexual  activity  connotation.   So  it's  bad 
P.R. 

Hughes:   What  about  the  expense  of  treating  the  disease? 

Gee:     Absolutely.   Especially  as  we  got  further  in,  knowing  more  about 
the  disease.   The  length  of  survival  would  extend,  and  the  amount 
of  services  required  was  going  to  be  much  more  than  for  any  other 
patient  population. 

Hughes:   What  about  other  San  Francisco  medical  centers?  Davies  Medical 
Center  was  geographically  right  there  at  the  center  of  things. 
What  sort  of  a  role  did  it  play  in  the  early  years? 

Gee:     You  know,  Davies  never  came  to  mind. 
Hughes:   Well,  that's  significant  in  itself. 

Gee:     Yes.   I  think  that  most  of  the  hospitals  in  San  Francisco  wanted 
to  mainstream  their  AIDS  patients,  meaning,  whoever  your  doctor 
was,  the  expectation  would  be  that  doctor  would  take  care  of  you, 
or  would  refer  you  to  an  infectious  disease  doc  or  an  oncologist. 
So  none  of  the  hospitals  ever  created  an  HIV  clinic.   St.  Mary's 
Hospital  and  Medical  Center  created  an  AIDS  dementia  unit,  but  to 
my  knowledge,  I  don't  think  they  ever  really  had  an  AIDS  clinic. 

So  the  AIDS  Clinic  was  what  made  us  unique  and  visible,  and 
therefore  it  was  real  clear  what  we  were  doing.   In  managed  care, 
most  health  plans  want  to  mainstream  HIV  care.   They  don't  want  to 
set  it  up  as  a  specialty  service. 

Hughes:   For  all  those  reasons? 

Gee:      I'm  not  quite  sure  why.   I  don't  know  if  it's  homophobia,  or  if 
it's  bad  P.R.  to  have  an  AIDS  clinic.   Part  of  me  doesn't 
understand  it,  because  I've  always  worked  in  it,  so  to  me  it's  not 
bad  P.R.,  it's  just  something  that  you  do  because  it's  better  for 
the  patient.   I  don't  understand  when  people  don't  want  to  put 
something  together  that  to  me  makes  sense.   You  have  oncology 
treatment  units.   Why  not  have  an  AIDS  unit?  Unless  there  is  some 
reason  for  you  to  exclude  the  patient,  or  push  him  out  of  your 
system  and  into  another  system. 
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Setting  Up  the  AIDS  Clinic 


Hughes:   In  September  1982,  the  San  Francisco  Board  of  Supervisors  voted 
$450,000  to  finance  the  AIDS  Clinic.1   Some  of  the  money  went  to 
Shanti  and  educational  efforts  through  the  Kaposi's  Sarcoma 
Research  and  Education  Foundation.   Who  actually  made  the  decision 
to  found  an  AIDS  clinic,  and  who  worked  at  getting  this  funding? 

Gee:      I  think  only  Paul  and  Diane  Miller-Brazas  or  Diane  Miller--she 

dropped  the  other  name- -could  really  tell  you.  All  I  know  is  that 
I  was  on  5B.   It  was  becoming  an  increasingly  political  issue  with 
the  housestaff.   They  started  getting  very  upset  that  we  were 
seeing  AIDS  patients,  providing  chemotherapy  to  oncology  as  well 
as  AIDS  patients  in  their  sleep  rooms,  and  that  our  patients  were 
using  their  bathrooms.   What  if  there  was  a  pregnant  housestaff? 
Could  they  get  AIDS  from  the  toilet  or  the  doorknob?  You're 
squirting  chemotherapeutic  agents  into  the  air,  and  you're  going 
to  make  me  have  a  defective  child  because  I'm  going  to  breathe 
this  in.  All  the  silly  things  would  come  up  again. 

So  the  dynamics  of  having  an  oncology  and  AIDS  clinic  in 
shared  space  with  housestaff  sleep  quarters  was  starting  to  brew. 
I  remember  dealing  with  that  for  several  months  and  saying,  "What 
am  I  going  to  do?   I  have  to  see  the  patients,  so  too  bad."   But  I 
would  hear  that  housestaff  were  very,  very  upset. 

The  other  thing  that  was  going  on  was  that  the  hospital 
administration  wanted  to  reopen  5B  again.   So  that  ultimately  was 
the  thing  that  pushed  us  out,  not  because  we  needed  space,  and  we 
should  have  been  in  a  different  part  of  the  hospital.   My 
perception  is  that  these  two  political  forces  were  the  impetus  for 
moving  us  out . 

Gee:     The  fact  that  we  got  Ward  86  was  very  nice.   The  amount  of 

renovation  that  they  did  for  us  was  really  very  minimal.   They  did 
some  paint-and-patch,  and  I  think  later  on  they  divided  one  room 
up,  so  that  we  could  actually  have  two  doorways  and  create  two 
separate  exam  rooms. 

When  we  first  went  up  to  Ward  86,  we  only  had  the  south 
wing.   There  was  an  alcove  in  the  area  immediately  as  the 
elevators  opened,  where  the  registration  desk  is  now.   We  put  some 
chairs  there,  and  that  was  our  waiting  area.  Where  the  charts  are 
now  was  our  registration  area,  and  that  was  a  green- tiled  room. 


1  Randy  Shilts.   And  the  Band  Played  On:   Politics,  People,  and  the 
AIDS  Epidemic.   New  York:  Penguin  Books,  1987,  p.  188. 
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We  had  six  exam  rooms  set  up,  and  the  current  conference  room  was 
still  the  conference  room.   I  used  the  nurse's  station  as  the 
nurse's  station.   And  then  the  back  solarium  where  the  treatment 
room  is  now  is  where  they  ultimately  put  offices  for  Donald,  Paul, 
Connie,  and  Bobbi  Wilson,  who  was  the  first  administrative 
assistant  and  secretary. 

Prior  to  that,  I  went  into  the  basement  of  the  hospital.   I 
found  two  green  Naugahyde  sofas  with  a  metal  frame  and  black 
plastic  handles.   A  cushion  had  a  cigarette  burn  mark  on  it,  so  I 
turned  the  cushion  the  other  way.   I  remember  washing  off  the  sofa 
and  saying,  "Bring  this  to  Ward  86."   I  went  through  the  same 
basement  area  and  found  four  or  five  exam  tables  with  orange  tops 
--the  Naugahyde  was  orange,  and  the  metal  frame  was  brown.   I 
said,  "Bring  them  to  Ward  86."   I  literally  went  through  the 
basement,  scrounged  up  chairs  and  exam  tables,  and  found  some  huge 
metal  desks  that  you  would  put  in  a  big  office,  not  the  little 
student  desks  that  you  would  find  in  an  exam  room  now.   I  put 
those  desks  in  the  exam  rooms,  found  some  old  wooden  ones,  and 
opened  up  clinic  with  discarded  furniture.   It  was  just  hilarious. 

Over  the  years,  I  think  we  ultimately  replaced  all  the  desks 
and  chairs,  and  then  slowly  began  recycling  these  ugly  old  orange 
exam  tables.  I  know  when  I  left  the  clinic,  some  of  those  orange 
exam  tables  were  still  there.  I  also  remember  getting  bottles  of 
alcohol,  and  taking  a  towel  and  swabbing  everything  down  with 
alcohol.  It  was  pretty  amazing. 

Hughes:   What  had  been  in  Ward  86  before  the  AIDS  Clinic? 

Gee:     I  think  it  was  a  gynecology  inpatient  unit,  because  the  whole 

building  was  a  women's  and  children's  wing  of  the  hospital.   On 
the  fourth  floor  where  the  administrative  offices  were  I  think  was 
the  nursery—or  maybe  it  was  on  Ward  83.   There  were  several  units 
with  large  glass  panes,  as  if  you  could  look  in  and  observe 
children.   So  I  think  Ward  86  was  a  women's  floor.   When  they 
opened  the  new  hospital,  they  moved  everything  out,  so  it  came 
into  disuse.   It  had  the  old  linoleum.   It  was  very  dusty  and 
dirty  when  I  walked  up  there,  so  I  think  it  was  essentially  an 
abandoned  area.   The  hospital  hadn't  grown  to  that  point  where  it 
was  being  used. 

One  half  of  it  was  painted  nicely.   It  was  beige,  and  it  was 
clean.   When  you  got  off  the  elevator,  there  was  this  waiting  area 
with  these  old  chairs  and  nicely  painted  beige  walls  on  one  side. 
You  looked  down  the  other  hallway,  and  as  I  recall,  it  was  that 
dull  institutional  green.   It  was  still  dusty,  and  not  totally 
mopped  or  cleaned  up.   I  think  some  training  officers  had  their 
offices  located  there.   I  think  the  patient  referral  unit  had  some 
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people  there,  and  I  think  there  were  some  other  administrative 
people  there.   But  the  majority  of  the  rooms  were  not  really  in 
use. 

What  was  actually  there  I  really  can't  tell  you.   Every  day 
was  so  focused.   I  came  into  clinic,  went  immediately  to  my  side, 
and  just  ignored  everything  that  was  going  on  there.   I  think  it 
was  about  six  months  before  they  finally  gave  us  the  other  area, 
so  Andrew  Moss1  and  the  epidemiology  group  moved  in  there.   I 
think  Donald  and  his  colleagues  ultimately  moved  their  office  to 
the  other  side.   I  think  they  were  on  the  south  side  first,  and 
then  they  moved  to  the  north  side,  and  then  they  moved  downstairs 
to  Ward  84. 

Hughes:   There  was  nobody  in  there  before  Andrew  Moss  and  his  group? 
Gee:     Mainly  it  was  dusty,  and  kind  of  torn  up. 


Opening  Day 


Gee:     The  first  day  that  we  officially  opened  clinic,  January  2  or  3, 
1983,  Bobbi  Wilson  called  and  said  some  family  member  had  just 
suddenly  passed  away  and  she  was  going  to  L.A.,  so  she  wasn't 
coming  into  clinic  that  day.   I  think  Barbara  Murgato  came  over  a 
few  times  that  day. 

The  son  of  one  of  Paul's  acquaintances  in  the  cardiology 
department  was  looking  for  student  part-time  work,  and  he  had 
started  off  with  us  over  on  5B.   So  I  corralled  him  into  helping 
me  put  everything  together.   To  this  high  school  student  who 
chain-smoked  and  wore  a  leather  jacket  and  a  t-shirt  and  jeans,  I 
said,  "You.   Sit  there  and  register  these  patients.   Just  meet 
them  and  greet  them.   You  don't  have  to  do  a  lot."   So  I  had  this 
chain-smoking  high  school  dropout  student  sitting  there  meeting 
and  greeting  the  patients,  because  there  was  no  one  else.   He  sat 
at  this  huge  ugly  old  brown  discarded  double-pedestal  desk,  and  he 
checked  people  in.   That  was  my  first  day  of  clinic.   I  thought,  I 
can't  do  this.   It  was  very,  very  humble  origins. 


1  See  the  oral  history  with  Andrew  Moss,  M.D.,  in  the  UCB  AIDS 
physicians  series. 
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Administrative  Isolation 


Hughes:   You  were  definitely  isolated  from  the  hospital,  where  you  had  been 
before.   Did  that  make  a  difference? 

Gee:     Well,  I  think  the  physical  isolation  was  kind  of  incidental.   What 
really  was  difficult  was  the  administrative  isolation,  so  that  we 
became  "out  of  sight,  out  of  mind."   I  really  wondered,  Does 
anyone  know  that  we're  here?   Is  anyone  paying  attention  to  us?   I 
always  thought  we  were  doing  an  excellent  job,  and  the 
administration  was  not  doing  anything  for  us.   So  some  of  that  was 
my  own  perception  because  I  wasn't  high  up  enough  in  the 
organization  to  participate  in  any  conversations.   The  nursing 
department  didn't  want  me,  because  I  was  a  university  employee.1 
Even  after  the  clinic  got  bigger,  it  was  clear  that  they  were  not 
going  to  give  any  resources  to  us.   So  that  kind  of  hurt,  because 
I'm  a  nurse. 

II 

Gee:     I  remember  having  a  conversation  with  the  then-director  of  nurses, 
Judy  Spinella,  who  said,  "Well,  nursingwise,  you  report  to  me." 
So  I  said,  "Oh,  well,  thank  you  very  much."  They  were  thinking  of 
opening  up  an  oncology  unit,  they  were  doing  more  and  more 
oncologic  therapies,  so  what  they  wanted  was  to  tap  into  our 
expertise  for  administering  oncologic  chemotherapeutic  agents. 

Cliff  broke  the  ground  by  opening  up  the  AIDS  inpatient 
unit,  but  prior  to  1983  we  were  really  very  much  stepchildren. 
There  were  a  couple  of  reasons.   Number  one,  outpatient  has  always 
felt  like  the  stepchild  of  the  institution,  and  being  the  AIDS 
Clinic  that  was  all  university  employees,  it  was  the  stepchild  of 
the  stepchild.   So  we  were  very  much  out  there. 

So  the  down  side  was  that  we  were  very  alone.   But  the  up 
side  was  that  we  could  really  do  just  about  anything  we  wanted, 
and  create  our  own  roles,  and  really  do  our  own  thing,  and  not  be 
restricted  by  anyone  saying,  "Well,  you  can't  do  chemotherapy," 
or,  "You  can't  do  a  nurse  screening  clinic."   If  we  wanted  to  do 
something  and  we  had  the  will  to  do  it,  we  could  accomplish  it. 
So  a  lot  of  things  that  we  had- -the  Shanti  people  coming  in  to  the 
clinic,  AIDS  Health  Project,  different  people  coming  in  to  do 
different  things  —  it  was  really  our  call  if  we  wanted  to  do  it. 


1  San  Francisco  General  Hospital  is  jointly  administered  by  UCSF  and 
the  City  and  County  of  San  Francisco.   The  nursing  department  is  under  the 
county. 
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So  it  was  always  exciting,  and  after  a  while,  you  really  didn't 
even  miss  not  being  part  of  the  hospital. 


Environmental  Improvements 


Gee:      It  was  difficult  sometimes,  because  we  always  thought  we  should  be 
able  to  offer  something  better  to  our  patients,  something  that 
looked  nicer  or  felt  nicer.   Some  of  the  things  that  you  see  now-- 
the  gardens  outside  of  Building  90,  the  walkway,  or  the  driveway 
in  front  of  Building  80--are  so  much  improved  from  when  we  first 
started  there. 

Hughes:   Because  of  the  clinic? 

Gee:     Well,  I  think  because  we  grew  so  rapidly,  and  then  AIDS  took  over 
Ward  84.   Family  Health  Center  got  bigger,  and  the  methadone 
clinic  took  on  aspects  of  the  medical  care  of  HIV-infected  IV  drug 
users.   So  increasingly  Building  80-90  became  more  and  more  of  an 
ambulatory  care  center.   Our  patient  volume  kept  growing  and 
growing,  so  they  decided  they  needed  to  make  these  improvements. 

I  don't  know  where  the  gardeners  got  the  idea  that  they 
really  wanted  to  create  a  garden.   The  death  from  AIDS  that  was 
going  on,  and  the  gardeners'  desire  to  create  something  —  it  just 
hooked  up  nicely.   Patients  would  go  out  there  and  sit,  and  then 
they  started  doing  memorial  services.   So  whether  it  was  our  staff 
or  someone  you  knew  or  a  patient  who  had  been  associated  with  the 
hospital  for  a  long  time,  they  began  doing  memorial  services  in 
that  area.   So  I  don't  know  at  what  point  people  said,  "Patients 
are  coming  here,  so  it  has  to  look  better." 

The  administrative  support  that  we've  had  has  probably  been 
more  silent  and  not  as  overt  as  for  other  projects.   But  I  think 
by  "84- '85,  they  knew  that  they  had  to  pay  attention  to  us, 
because  we  were  just  getting  too  much  media  attention. 


The  Surgeon  General's  Visit 


Gee:     C.  Everett  Koop  came  either  in  '86  or  '87.   I  have  never  seen  so 
many  people  crowd  into  Building  80-90  as  I  did  on  that  day.   When 
he  came  off  the  elevator  and  walked  through  with  Paul,  my  role  was 
to  walk  him  back  to  the  treatment  room  and  introduce  him  to  a 
patient  and  walk  back.   I  could  barely  get  by  because  he  was  so 
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popular,  because  I  think  at  the  time  he  was  the  only  one  in  the 
government  who  was  willing  to  say  the  word  "AIDS."   And  deal  with 
it. 

Hughes:   Had  his  brochure  come  out  yet?1 

Gee:      I  think  so,  yes.   So  he  was  a  mini-hero.   The  fact  that  he  was 
coming  here  made  people  feel  good.   It  made  people  feel,  Okay, 
someone  in  government  is  paying  attention  to  this  disease  that's 
killing  so  many  people. 

Hughes:   Was  it  staff  crowding  into  the  clinic? 

Gee:      It  was  staff;  it  was  patients;  it  was  all  the  people  from  the 

hospital.   We  liked  to  say,  "You  wouldn't  give  us  the  time  of  day 
unless  the  surgeon  general  were  coming."   So  it  was  a  real  love- 
hate  thing. 

We  wanted  to  be  part  of  the  hospital  and  we  groused  because 

we  weren't,  and  yet  when  they  asked  us  to  do  things,  we'd  say, 

"Oh,  those  people  are  always  asking  us  to  do  these  things."   And, 

"When  there's  media  coverage,  you  want  to  be  part  of  it,  but  we're 

really  doing  the  hard  work  and  you're  not  giving  us  any  help." 

To  tell  you  the  truth,  the  same  feelings  exist  today:  I've 
come  from  Ward  86,  and  we  want  more  space;  we  have  to  do  better 
for  our  patients;  it  has  to  look  better.   So  really,  the  issues 
from  when  I  started  there  in  '83  to  today  are  really  very  much  the 
same.   It's  part  and  parcel  of  being  a  county  hospital  and  never 
having  enough  money,  and  having  a  succession  of  mayors  say,  "Well, 
you  don't  need  capital  improvements  funds.   We'll  just  take  this 
money  from  capital  equipment,  because  we  really  want  to  preserve 
your  staff."  All  the  things  that  mayors  and  administrators  have 
taken  away  because,  "Oh,  you  don't  need  to  get  this  new  thing, 
because  you're  a  county  hospital."  It's  exactly  those  things  that 
everybody  wants  now. 

The  mayor  [Frank  Jordan]  was  there  not  two  months  ago,  and 
all  us  administrators2  said,  "We  want  more  space,  and  we  don't 
have  this,  and  we  don't  have  that."   I  raised  my  hand  but  John 
Stansell  didn't  call  on  me.   I  wanted  to  say,  "Now,  Mr.  Mayor,  you 
can  see  the  impact  when  you  cut  our  capital  improvement  dollars; 


1  The  Surgeon  General's  Report  on  Acquired  Immune  Deficiency  Syndrome, 
[n.d.,  1986] 

2  Gee  is  currently  Hospital  Associate  Administrator  for  Surgical  and 
Specialty  Services  at  SFGH. 
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we  can't  build  anything.   We  can't  renovate;  we  can't  repair. 
When  you  cut  our  capital  improvement,  if  I  can't  get  something  for 
the  OR  [operating  room],  I  surely  can't  get  something  for  Ward  86 
that's  outpatient  and  has  less  acuity."   The  fact  that  $450,000 
was  approved  by  the  board  of  supervisors  in  1982  for  the  AIDS 
Clinic,  that's  kind  of  a  first. 

Being  in  AIDS,  I  say,  "Oh,  I  really  need  and  deserve  it." 
When  I'm  outside  of  AIDS,  I  hear  everyone  say,  "The  AIDS 
activities  people  get  everything;  AIDS  patients  get  everything." 
It  just  depends  on  which  side  of  the  fence  you're  on. 


The  AIDS  Inpatient  Unit 
Staffing 


Hughes:   You  mentioned  that  the  AIDS  Clinic  is  a  university  clinic,  and 

that  means  physician  and  nurses  are  university  employees,  right? 

Gee:     Yes. 

Hughes:   In  contrast,  the  inpatient  AIDS  unit  is  run  by  the  city,  the 

Department  of  Public  Health.   What  difference,  if  any,  does  that 
make? 

Gee:     For  the  AIDS  inpatient  unit,  I  think  you  have  to  credit  Cliff 

Morrison.   Number  one,  the  existing  city  and  county  people  didn't 
want  to  work  on  an  AIDS  unit . 

Hughes:   Because  of  fear? 

Gee:     Because  of  homophobia  and  because  of  fear  of  contagion,  and 

because  of  family  pressure  not  to  work  on  a  unit  such  as  that.   So 
there  were  a  lot  of  things  working  against  people  working  there. 
Cliff  was  very  clear  that  he  was  going  to  interview  people,  and  he 
really  set  it  up  as  a  selection  process:   "I  am  selecting  who  I 
think  are  the  best  nurses  to  work  here."   So  he  took  this 
situation  that  could  have  been  a  real  negative  one  and  turned  it 
around  and  said,  "No,  I'm  looking  for  the  best." 

There  were  a  lot  of  things  that  Cliff  insisted  on:  a  certain 
amount  of  education  and  orientation  before  the  nurses  started, 
having  the  Shanti  Project  on  the  unit  to  provide  psychosocial 
support,  having  individual  patient  rooms,  because  the  original 
unit  was  only  sixteen  beds.   So  he  created  a  unit  that  had  a 
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really  different  atmosphere  that  persists  to  today,  and  that's  to 
the  credit  of  Alison  Moed  and  now  Diane  Jones1  [head  nurses  of  the 
AIDS  inpatient  unit].   But  he  really  created  this  as  a  unit,  "This 
is  our  expectation  of  you  as  the  provider  when  you're  taking  care 
of  our  patients."   So  there  was  almost  an  attitude  of,  "1  dare  you 
to  challenge  me  in  how  I'm  taking  care  of  these  AIDS  patients, 
because  I'm  going  to  do  the  best."   It  really  created  a  different 
kind  of  culture  from  the  rest  of  the  county  system. 

I  think  what  Cliff  had  going  for  him  was  that  he  wasn't  just 
going  to  get  the  most  senior  person  on  the  roster,  and  he  wasn't 
going  to  get  the  person  who  just  wanted  to  work  days.   He  actually 
set  about  to  select  the  people  that  he  was  going  to  have  come  in. 
He  didn't  ever  want  this  unit  to  be  perceived  as  a  leper  colony. 
So  it  was  always  put  together  on  the  most  positive  note  possible, 
and  it  persists  today.   For  a  number  of  years,  probably  up  until 
'88- '89,  people  were  afraid  to  work  there.   There  was  always  that 
lingering  question  of  creating  a  leper  colony,  despite  many  AIDS 
patients  being  hospitalized  on  other  medical  and  surgical  units. 
So  it  wasn't  that  nurses  on  other  units  didn't  take  care  of  AIDS 
patients,  but  they  more  grudgingly  took  care  of  them. 

After  a  while,  they  just  realized,  Well,  an  AIDS  patient  is 
like  any  other  patient.   But  you  still  had  sentiments  from  the 
patients  that  their  care  was  not  as  good  as  on  5B,  and  again,  it's 
the  approach  of  the  nurse  to  the  patient--the  attitude  of  being 
non judgmental  and  supportive  and  compassionate  to  someone  who  has 
a  life-threatening  illness.   When  you  mix  AIDS  patients  in  with  IV 
drug  users,  or  our  other  patients  who  aren't  regular  citizens,  I 
think  nurses  on  other  units  probably  have  a  standard  way  of 
dealing  with  them.   When  you  have  a  disease  like  AIDS  on  your 
unit,  all  kinds  of  things  come  up:   What  part  does  homophobia 
play?   What  racial  issues  come  up  as  you're  taking  care  of 
patients?  All  those  dynamics  really  come  into  play  when  you're 
off  of  5B. 

Now  that  we've  closed  some  units,  nurses  from  the  other 
medical  and  surgical  units  have  bumped  into  5A.2  So  what  Diane 
Jones  had  was  the  potential  of  an  excellent  unit  with  a  stellar 
reputation,  degenerating  into  a  unit  that  mirrors  the  patients' 


1  See  the  oral  history  with  Diane  Jones,  R.N.   The  AIDS  Epidemic  in 
San  Francisco:  The  Response  of  the  Nursing  Profession,  1981-1984.   An  oral 
history  by  Sally  Smith  Hughes,  PhD,  recorded  in  1995  and  1996,  Regional 
Oral  History  Office,  The  Bancroft  Library,  University  of  California, 
Berkeley.   Hereafter,  UCB  AIDS  nurses  series. 

2  In  March,  1986,  Ward  5B  expanded,  becoming  what  is  now  called  5A. 
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perspective  of  the  care  given  elsewhere  in  the  hospital,  which 
they  feel  is  not  as  good.   But  Diane  has  done  a  wonderful  job  of 
absorbing  your  regular  city  and  county  nurse  into  her  unit,  and 
they  in  fact  have  adopted  the  culture  of  5A  with  that  same  feeling 
of,  These  are  the  standards  of  care  that  I  am  going  to  deliver  to 
the  patients. 

So  then  I  begin  to  think  it's  leadership.   It's  not  that  you 
can  take  a  nurse  from  a  surgical  unit  and  put  her  on  5A,  and  she 
would  remain  the  same  kind  of  nurse  that  she  used  to  be.   5A 
really  has  done  an  excellent  job  of  incorporating  nurses  new  to 
the  unit  into  the  culture.   Diane  selected  nurses  to  come  to  5A, 
but  it  wasn't  always  their  original  choice.   It's  not  where  they 
thought  they  would  be  when  they  came  to  the  county  hospital.   They 
thought  they'd  be  on  a  regular  medical-surgical  unit.   But  because 
of  seniority  and  whatever,  where  they  bumped  was  on  5A.   And 
they've  worked  out  really  well  there. 

To  go  back  to  the  beginning:  I  think  it's  because  Cliff  was 
very  masterful  in  making  this  unit  definitely  a  win-win  situation, 
both  for  the  nurses  as  well  as  the  patients.   And  the  hospital  won 
in  the  long  run,  because  look  how  many  years  5A  has  been  nominated 
as  the  place  of  outstanding  AIDS  care.1 


Rivalry  with  the  AIDS  Clinic 


Gee:     We  used  to  have  a  lot  of  rivalry  between  Ward  86  and  5A,  and 

probably  it  still  exists,  although  J.  B.  Molaghan  and  Diane  have 
worked  really  hard  to  temper  that.   It  was  always  kind  of,  "Well, 
we're  the  inpatient  unit  and  we  do  all  this  stuff."   Then  the 
clinic  would  say,  "Well,  we're  the  clinic;  we  were  here  first,  and 
we  should  be  getting  more  recognition  than  5A.   We  do  a  lot  of 
work."   So  there  was  always  that  kind  of  competition. 


1  Since  1993,  U.S.  News  and  World  Report  has  ranked  SFGH  first  in  AIDS 
care  in  its  annual  survey  of  best  hospitals  in  the  U.S.   (U.S.  News  and 
World  Report,  July  24,  1995,  pp. 61-62.) 
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The  Division  of  AIDS  Activities 

[Interview  2:   September  19,  1995; 


Hughes:   The  Division  of  AIDS  Activities  was  created  in  1983.   What  was  its 
significance? 

Gee:     From  my  perspective,  I  think  it  was  significant,  in  that  number 
one,  it  recognized  that  AIDS  was  in  fact  a  very  definitive 
clinical  entity,  and  that  number  two,  it  was  definitely  attracting 
academic  and  research  funds,  as  well  as  interest.   It  was  really 
necessary  to  separate  it  from  the  oncology  division  and  services, 
and  the  infectious  disease  division  and  services,  because  in  fact, 
it  was  very  much  a  combination  of  those  two  as  major  service 
players.   It  was  good  to  designate  it  as  an  AIDS-related  service 
as  opposed  to  something  that  came  through  GI  [gastroenterology]  or 
neurology  or  ID.   So  in  fact,  I  think  it  set  the  basis  for  having 
more  and  more  attention  and  better  control  of  funds  and  programs, 
staff,  and  resources,  to  ensure  that  there  was  a  continuum  of  care 
for  HIV  patients,  and  that  it  wasn't  piecemeal  among  services. 

The  AIDS  division  probably  was  really  very  much  the  reason 
why  San  Francisco  General  was  able  to  do  much  more  than  many  other 
services  across  the  nation,  because  you  would  frequently  find  that 
it  was  the  oncology  service  that  saw  the  AIDS  patients  at  one 
hospital,  and  at  another  hospital  it  was  the  ID  division  that  saw 
AIDS  patients.   So  I  think  the  AIDS  division  here  was  unique.   I 
think  that  San  Francisco  General  Hospital  developed  the  strongest 
model  where  it  was  clearly  an  AIDS  focus,  and  that  specialists 
came  to  the  AIDS  division  and  became  AIDS  providers  no  matter  what 
their  specific  background  was. 

Some  physicians  came  from  a  pulmonary  fellowship--! 'm 
thinking  of  Gifford  Leong.   He  could  give  you  more  specific 
information  of  how  he  came  to  San  Francisco  General.   He  had  done 
a  fellowship  in  pulmonary  medicine,  and  then  came  to  San  Francisco 
General  as  an  infectious  disease  physician.   But  again,  it  was, 
you  came  to  the  AIDS  service,  and  you  were  clearly  providing 
service  to  the  AIDS  patients. 

Hughes:   Was  it  Paul's  idea  to  found  an  AIDS  division,  rather  than  have 
AIDS  medicine  remain  a  part  of  the  division  of  oncology? 

Gee:     I'm  not  really  sure  where  the  germinal  thought  for  the  division 
came  from.   I  don't  know  if  it  came  from  a  fiscal  standpoint, 
because  it  was  too  hard  to  mix  the  funds  and  capture  the 
appropriate  clinical  data  to  match  them.   I'm  sure  it's  something 
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that  Paul  probably  advocated,  but  I'm  not  real  clear  on  how  it 
came  about . 

Hughes:   Whenever  a  service  expands,  something  else  most  likely  has  to  be 
displaced. 

Gee:     Well,  because  we  occupied  new  space,  and  we  were  out  there  in  the 
boonies,  so  to  speak,  we  really  didn't  have  to  compete  with  anyone 
in  the  medical  clinics,  among  the  medical  specialties,  for 
resources.   So  even  though  I  started  out  in  the  oncology  division, 
being  funded  by  oncology,  I  think  once  the  AIDS  division  was 
formed  and  Paul  was  head  of  oncology  as  well  as  AIDS,  it  was  never 
a  fight  over  his  not  devoting  enough  time  to  oncology  and  needing 
to  devote  more  time  to  AIDS.   We  were  under  the  same  boss,  so 
whoever  came  into  the  clinic  got  the  level  of  services  that  we 
could  provide  and  that  we  felt  they  needed. 

Hughes:   Could  the  San  Francisco  model  of  AIDS  care  have  developed  if  AIDS 
activities  had  not  been  centralized  in  one  division? 

Gee:     I  think  that  the  services  would  have  been  there,  but  it  would  not 
have  been  as  strong  and  as  tight.   The  referral  patterns  wouldn't 
have  been  as  well  focused  and  smooth,  from  the  patient's 
perspective.   God  knows,  we  weren't  particularly  smooth  when  we 
first  started  out.   The  relationship  between  inpatient  and 
outpatient  and  community  care  has  always  had  to  have  attention 
devoted  to  it  in  order  to  make  it  strong. 

I  think  that  it's  much  easier  when  you  have  a  single  entity 
to  deal  with,  when  you're  providing  service  to  such  an  acutely  ill 
group  of  patients.   To  think  of  AIDS  patients  seen  in  oncology 
clinic,  and  AIDS  patients  seen  in  the  infectious  disease  clinic, 
it  would  have  been  very  hard  for  the  community  nurse  or  the 
visiting  nurses  or  even  the  inpatient  unit  nurses  to  determine 
who's  the  primary  care  provider,  what  are  the  continuity  issues, 
when  the  patient  is  readmitted  what  are  the  issues  there.   If  a 
visiting  nurse  needs  to  call,  which  clinic  does  she  call,  which 
nurse  does  she  call? 


More  on  the  AIDS  Clinic 


Advantages  of  Central  Record  Keeping 


Gee:     Having  the  AIDS  Clinic  just  streamlined  everything.   You  just 
called  the  AIDS  Clinic.  We  might  not  have  the  patient's  name 
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right  at  the  tip  of  our  tongue,  but  we  could  eventually  connect 
you  with  the  right  person,  the  right  physician.   We  would  know 
which  day  that  person  was  there  in  the  clinic.   We  would  know 
which  nurse  practitioner,  which  physician,  backed  up  that  patient. 
We  could  pull  our  shadow  charts  and  give  information  right  away  to 
visiting  nurses,  which  is  very  much  what  we  did  early  on.   Partly 
it  was  an  operations  issue.   We  could  pull  the  chart  and  give 
information  to  whoever  wanted  that  information  directly  out  of  the 
shadow  chart . 

Hughes:   This  was  true  even  after  all  the  various  clinics  that  fell  under 
the  rubric  of  AIDS  developed? 

Gee:  Absolutely,  because  we  kept  our  own  shadow  medical  records. 
Everything  was  alphabetized,  all  patients  who  had  ever  been 
through  our  clinic. 

Hughes:   Any  of  the  AIDS  clinics? 

Gee:     Any  of  the  clinics.   So  as  long  as  we  had  a  patient's  name,  we 
could  check  our  loose  materials,  and  that  individual  always  had 
some  sheet  of  paper.   We  never  did  anything  without  an  NCR 
[National  Cash  Register  form]  backup.   So  we  always  kept  the  NCR. 
At  some  point  it  was  a  source  of  concern  to  medical  records.   For 
hospital  accreditation  purposes,  you're  really  not  supposed  to 
make  clinical  decisions  based  on  shadow  charts.   And  then  the 
other  problem  was  sometimes  the  shadow  charts  had  information  that 
really  should  be  in  the  original  medical  record.   So  we  always  had 
to  be  vigilant  to  make  sure  that  we  kept  the  copy  of  whatever  it 
was.   Original  letters  from  physicians,  discharge  notes  from 
another  hospital,  we  would  have  to  Xerox  so  that  the  originals 
could  go  to  medical  records,  and  we  would  keep  a  Xerox  of  those 
medical  records. 

Pretty  much  anyone  who  was  ever  seen  in  our  clinic  had  a 
file  that  was  really  pretty  complete.   There  were  a  lot  of  things 
that  you  could  tell  about  the  patient.  After  a  while,  we  even  got 
copies  of  X-ray  and  radiology  reports  and  duplicate  copies  of  lab 
slips.   It  was  a  horrific,  almost  full-time  job  for  a  clerk  to 
tear  down  lab  slips  and  file  them.   There  would  be  preliminary  lab 
results  supplanted  by  final  lab  results.   For  a  while  there,  we 
were  even  filing  radiology  reports  and  laboratory  reports. 

What  state  the  records  are  in  now,  it's  hard  to  say.  But 
because  we  kept  such  good  records,  it  also  served  the  research 
arm,  so  we  didn't  always  have  to  go  to  medical  records  and  ask 
them  to  pull  100  charts.  We  could  pull  our  own  100  charts  and 
pretty  much  glean  the  majority  of  information.  Occasionally,  I'm 
sure,  the  researchers  would  have  to  pull  the  original.  But  a  lot 
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of  the  data  that  we  collected,  we  could  actually  get  from  the 
shadow  chart  if  we  so  desired. 

Hughes:   I  gather  it  is  unusual  for  a  clinic  to  have  such  complete  records. 

Gee:     Yes.   Well,  Family  Health  Center  does  it.   Apparently  their 

residency  requirement  calls  for  them  to  do  it.  They  were  budgeted 
for  a  medical  records  clerk  to  set  up  this  kind  of  chart,  and  they 
have  a  whole  file  room  devoted  to  that. 

That's  exactly  what  Ward  86  started  out  with  in  1983.   We 
had  a  whole  room  devoted  to  this.   It  started  out  as  one  three- 
drawer  lateral  file  cabinet,  which  evolved  into  the  current 
mechanism,  which  are  these  sliding  official  medical  record  racks, 
so  they  look  very  much  like  what  a  medical  records  or  personnel 
department  has,  in  terms  of  files  on  individuals. 


The  Early  AIDS  Team 

Hughes:   We're  talking  about  how  organizational  structure  fed  into  AIDS 
care.   I'm  wondering  about  another  ingredient,  which  is 
personality.   Would  you  say  that  Paul,  Connie,  Don,  you,  and  Cliff 
are  the  five  key  original  people? 

Gee:     Well,  Cliff  was  key  for  the  inpatient. 
Hughes:   Yes,  and  you  for  the  clinic. 
Gee:      Yes. 

Hughes:   It  seems  to  me  that  the  group  was  young,  flexible, 

nonhierarchical,  innovative,  cooperative--! 'm  sure  there  were  some 
negatives  in  there  too.   [laughter]   I'm  wondering  how  the  mix  of 
personalities  contributed  to  the  record  in  AIDS  clinical  care  that 
eventually  came  out  of  this  enterprise. 

Gee:     Wow,  that's  a  very  interesting  question.  We  were  really  pretty 
much  the  same  age.   We  were  in  our  early  thirties.   Paul  was  the 
new  chief  of  oncology.   I  really  don't  know  how  long  Connie  had 
been  there,  but  she  was  not  one  of  the  old  establishment  type 
physicians. 
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Hughes:   She  had  been  in  the  emergency  room.1 

Gee:      Before  she  did  her  ID.   And  Donald  was  about  our  same  age.   Steve 
Follansbee  was  around  the  same  age.   The  first  nurse  that  I  hired, 
Tracy  Moran,  was  a  few  years  younger  than  myself.   So  we  were  all 
relatively  young  people.   We  were  in  this  small  clinic.   We  had  no 
administrator  over  us,  so  we  didn't  have  some  of  the  constraints 
and  boundaries  that  made  us  "institutional."   I  think  all  of  us 
really  had  a  focus  on,  what  did  we  need  to  do  to  make  it  a  good 
clinic,  make  it  an  exciting  clinic,  make  it  a  clinic  that  we  could 
move  a  lot  of  people  through.   I  think  everybody  really  liked  the 
fast  pace  that  we  worked  at. 

I  remember  the  first  year  when  Tracy  and  I  at  one-thirty 
would  finally  end  a  morning  clinic.   We'd  be  starving,  and  we'd 
eat  our  lunch  at  one-thirty  or  two,  but  it  was  really  okay.   So 
there  was  a  real  sense  of  camaraderie. 

I  think  you're  probably  right  about  the  early  personalities. 
We  had  no  concept  of  a  hierarchical  structure.   It  was  very 
egalitarian,  and  Paul  is  really  very  much  that  way.   He  doesn't 
wear  his,  "I'm  a  chief"  hat.   He  definitely  knows  his  power  and 
his  authority,  and  he  exercises  it  when  he  needs  it,  but  he  never 
put  that  over  on  anyone.  We  really  didn't  care  about  titles.   You 
know  how  you  joke  with  people  and  you  cut  people  down  to  size?  We 
would  always  joke  with  each  other,  to  make  sure  that  we  all  had 
the  right  size  head  about  us,  as  we  were  moving  on  doing  this 
stuff. 

I  think  that  all  the  personalities  very  much  clicked.   We 
had  really  relatively  few  clashes,  and  we  would  always  laugh  over 
what  we  as  nurses  perceived  as  the  ego  things  around  the 
physicians  and  their  research  and  whatever.   But  the  ego  issue  was 
really  never  that  strong.   I  got  the  sense  that  everybody  worked 
out  pretty  well. 


Furnishing  the  Clinic 


Gee:     We  were  not  given  a  lot  of  attention  or  resources  originally,  so 
we  always  made  do  with  what  we  had.  We  would  scrounge  around  for 
what  we  needed,  but  after  a  while  when  the  service  got  stronger 


1  Wofsy  was  associate  director  of  emergency  services,  and  director  of 
emergency  ambulatory  care  at  SFGH  from  1976-1980.  In  1980-1982  she  held  a 
preceptorship  in  the  Division  of  Infectious  Diseases. 


financially,  then  we  were  able  to  order  more  things  and  get  more 
things.   So  the  structure  became  a  lot  more  together. 

I  could  make  do  with  an  old  desk  or  this  or  that,  and  to 
Paul  and  Don,  it  was,  "No,  we  want  our  unit  to  look  really  spiff y 
and  nice."   I  think  for  the  two  of  them  going  up  to  the  university 
all  the  time,  and  then  coming  back  down  to  San  Francisco  General, 
the  differences  between  how  the  university  furnishes,  and  how  we 
were  furnished,  was  really  in  marked  contrast.   I  think  their 
sensitivities  were  to  patients  from  UC  coming  down  to  the  General, 
and  then  when  the  door  opens,  the  patients'  worst  fears  are 
realized. 

It  was  nothing  I  could  ever  relate  to,  because  I  had  always 
worked  in  a  more  impoverished  area.   The  hypertension  clinic  I 
worked  in  at  Berkeley  was  nothing  fancy  at  all.   So  I  came  from 
health  care  settings  where  there  were  a  lot  of  community  clinics. 
It  was  almost  a  grassroots  effort  to  provide  medical  care  to 
disenfranchised  people.  My  coming  to  the  General  was  really  no 
different,  except  that  San  Francisco  General  was  a  step  up  from 
where  I  had  worked  previously.   Then  to  work  at  the  AIDS  Clinic 
was  a  step  down  from  Medical  Clinics,  but  at  least  it  was 
comparable  to  what  I  had  had  in  the  community  settings  I  had 
worked  in. 

So  to  have  Paul  and  Donald  focus  on,  "Oh,  we  need  this  new-- 
"was  kind  of  ironic,  because  it's  usually  the  women  who  want  the 
new  stuff,  and  the  men  who  say,  "What's  wrong  with  these  old 
shoes?"   So  they  very  much  wanted  to  always  make  the  clinic  a 
better  showplace  for  the  services  that  we  were  giving.   I  think 
through  their  efforts  to  have  this,  they  moved  the  money  where  we 
needed  to  have  it.   Then  we  would  begin  to  order  and  do  different 
things.   Over  time  I  did  establish  a  better  and  clearer 
relationship  with  hospital  administration,  so  that  we  were  also 
able  to  order  things  through  the  hospital  budget. 


Dysfunctional  Aspects 


Gee :     I  think  there  were  some  nurses  who  came  on  later  who  began  to  be 
problematic.   I  think  as  early  as  when  we  hired  the  fifth  person, 
we  started  having  more  family  personality-type  clashes.   It  was 
the  dysfunctional  dynamics  that  you  have  occasionally  when  you're 
working  together  in  this  kind  of  setting.   So  there  was  a  set  of 
really  good  things  that  was  happening,  but  then  we  had  our  set  of 
dysfunctional  things  that  would  happen  all  the  time. 
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Hughes:   Do  you  think  the  dysfunctional  aspects  were  heightened  by  the  fact 
that  you  were  dealing  with  a  fatal  disease  for  which  in  the  early 
days  you  had  very  little  treatment? 

Gee:     The  difficulty  was  that  you  personalized  the  disease  a  lot, 

because  there  were  so  many  people  who  came  in  so  healthy,  and  then 
a  year  later,  they  were  dead.   Dealing  with  that  volume  of  death, 
and  the  community  issues  of  people  who  would  go  home  and  live  with 
the  disease  almost  twenty-four  hours  a  day,  was  difficult. 

Being  relatively  administratively  young,  it's  always  harder 
to  manage  a  unit,  to  say,  "Okay,  this  is  going  out  of  the  bounds 
of  professional  behavior.   You  really  need  to  clear  yourself  and 
put  yourself  in  this  space."  In  the  twelve  years  between  then  and 
today,  I  have  done  my  own  administrative  growth,  so  I  feel  like 
I'm  a  different  person  now  at  forty-five  than  I  was  at  thirty-one, 
thirty-two,  when  I  first  started  trying  to  bring  people  together 
to  deliver  the  service.   I  was  very  naive,  and  I  thought,  Well, 
everybody  wants  to  do  this  the  same  way  I'm  doing  it.   Everybody 
has  the  same  intent  and  the  same  good  heart  about  it,  and  has  the 
same  limits  and  boundaries  as  to  what  you  can  and  can't  do- -how 
much  can  you  take  care  of  the  patient  when  this  is  a  life- 
threatening  illness. 

I  think  I  saw  that  somewhat  in  the  oncology  piece,  but  that 
was  the  first  time  that  I  had  worked  in  oncology,  and  I  had  had 
two  years  previous  experience  in  nursing  but  not  as  intensive. 
Even  the  oncology  experience  was  not  as  intensive  as  what  I  was  to 
experience  in  the  AIDS  epidemic.   Doing  a  regular  general  medical 
clinic  with  an  occasional  once-a-week  oncology  clinic  is  very 
different  from  doing  a  full-time  AIDS  clinic.   Sometimes  the  level 
of  expectation,  and  the  level  of  your  own  personal  disappointment 
of  how  little  you  could  really  do  to  impact  the  disease,  really 
got  to  people. 


Staff  Psychological  Support 

Hughes:   When  did  it  become  obvious  that  you  had  to  provide  some  staff 
support  service  of  some  kind? 

Gee:     Oh,  not  counting  the  physicians,  when  we  had  seven  or  eight  staff 
on  board,  I  was  starting  to  feel  it.   But  I  was  administratively 
and  personally  kind  of  young.   I  never  figured  out  what  was  the 
best  way  to  do  this.   We  would  have  people  come  in  and  try  to 
facilitate  what  was  going  on,  but  I'm  not  really  sure  that  we  ever 
really  got  to  what  it  was  we  needed. 
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I  always  felt  disappointed  in  myself  as  the  head  nurse  that 
I  couldn't  get  the  resource  in,  and  that  I  didn't  personally  have 
those  resources  to  be  able  to  say,  "What's  going  on  with  us  right 
now  is  grief  and  grieving,  and  we  need  to  bring  this  person  in, 
and  we  need  to  do  X,  Y,  and  Z."   There  were  several  attempts  to  do 
that,  but  I  couldn't  tell  you  who  was  brought  in.   But  I  could 
tell  you  that  nothing  really  changed. 

Hughes:   So  it  didn't  help  much? 

Gee:     Well,  for  me  it  didn't.   We  would  just  cyclically  go  through  the 
same  dynamics  over  and  over.   Some  of  the  staff  would  leave,  and 
then  some  things  would  settle  down,  and  then  new  staff  would  come 
on,  and  then  you'd  have  escalation  of  this  and  that.   After  a 
while,  I  began  to  doubt  my  ability  to  do  appropriate  job 
interviews,  to  bring  in  people  who  would  be  a  good  match  with 
everyone  else.   I  think  if  I  were  to  do  it  now,  I  would  have  a 
little  more  staff  involvement.   I  would  be  clearer  on  what  the 
agenda  should  be.   But  that  came  to  me  really  only  after  a  lot 
more  life  experience,  as  well  as  clinic  experience. 


Hiring  Staff 


Hughes:   So  you  made  staffing  decisions  pretty  much  on  your  own? 

Gee:      I  would  do  that.   I  might  have  one  or  two  other  people  come  in. 
Occasionally  I  would  have  Paul  or  one  of  the  other  physicians 
interview  candidates.   But  it  was  hard  to  get  a  set  way  of  doing 
it.   For  the  clerical  people,  there  was  a  clerical  supervisor  who 
interviewed  them,  and  then  I  said,  "Well,  let  me  interview  the  top 
two . " 

We  would  frequently  have  per  diem  staff  come  in,  and  when  we 
had  a  full-time  job,  we  would  tend  to  hire  from  our  per  diem  pool. 
For  the  first  six  months,  someone  was  great  as  per  diem;  then  you 
bring  them  on  as  a  full-time  person  and  it  was  like,  "Whoa,  who 
did  I  hire  here?"   The  dynamics  were  occasionally  not  the  way  I 
thought  they  were  going  to  turn  out. 

Hughes:   Did  you  have  set  criteria  about  what  you  were  looking  for  in  a 
person? 

Gee:     I  think  I  tended  to  go  more  by  nursing  background,  and,  what  does 
the  CV  look  like?   I  probably  was  not  probing  as  much  into  who  I 
thought  would  be  good  to  be  on  the  unit,  or  who  would  be  a  good 
match.   In  fairness  to  myself,  not  a  whole  lot  of  people  wanted  to 
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come  to  the  clinic  either.   So  sometimes  it  wasn't  a  wide  field  to 
select  from.   So  I  don't  know.   I  felt  comfortable  that  I  had 
finally  hit  the  formula  as  to  what's  the  best  way  to  interview. 

But  I  don't  think  it  was  anything  to  do  with  AIDS.   I  was 
trying  to  hire  on  my  own  without  a  lot  of  experience.   I  always 
felt  like,  Oh,  you're  just  creating  everything  as  you're  going 
along,  including  this  interview  process  to  bring  people  in.   So 
part  of  it  was  my  lack  of  connection  with  any  nursing  structure, 
anywhere,  and  not  a  lot  of  experience  with  hiring  people. 

Hughes:   Why  didn't  people  particularly  want  to  come  to  work  at  the  clinic? 

Gee:     I'm  not  really  sure.   I  only  interviewed  the  people  who  did 

select.   Some  of  the  people  from  inpatient  wanted  to  work  in  the 
clinic.   Maybe  we  weren't  exciting  enough,  and  people  who  wanted 
to  do  AIDS  work  maybe  wanted  to  be  where  the  patients  were  acutely 
ill,  and  they  had  the  sense  that  we  could  save  people.   Clinic 
work  is  very,  very  different  from  working  in  the  inpatient  unit. 
I  always  wanted  to  have  clinic  jobs,  so  this  would  have  been  a  job 
that  I  would  have  jumped  at.  We  were  in  an  older  building.   Maybe 
walking  into  the  facility,  a  candidate  thought,  I'm  coming  here  to 
work?   I'm  sure  that  it  would  never  occur  to  a  lot  of  people  to 
work  at  the  AIDS  Clinic  at  SFGH. 

Hughes:   Do  you  think  that  fear  and  homophobia  were  elements? 

Gee:     Well,  1981  through  '84-  '85,  they  definitely  were.   That  was  the 
era  when  patients  were  being  left  in  a  corner,  being  left  in  the 
hospital  room,  not  having  call  lights  answered,  having  trays  left 
at  the  door.   It  was  a  long,  hard  struggle  to  overcome  all  that 
from  an  inpatient  perspective.   I  think  to  come  to  a  clinic  where 
you  walked  by  a  waiting  room  where  thirty  or  forty  AIDS  patients 
are  sitting,  if  you  had  any  AIDS  phobia  or  homophobia,  that 
definitely  would  make  you  feel  a  certain  way. 

I  recall  one  day  walking  onto  my  own  unit,  which  I  had  been 
in  for  many  years  —  this  was  probably  around  '84-'85--the  dynamics 
at  the  front-- 


Gee:     --supposed  to  be,  and  this  was  my  own  clinic.   So  if  I  sensed 

that,  I'm  sure  a  lot  of  other  people  did,  too.   I  know  when  women 
first  started  coming  to  the  clinic,  that's  exactly  how  they  felt. 
"This  is  a  men's  clinic.  What  am  I  doing  here?"   I'm  sure  in  the 
oncology  days,  it  had  a  different  feel,  because  then  it  was  more 
of  a  mixed  group  of  people.   I  thought,  Boy,  if  I  have  this 
feeling,  I  understand  why  women  would  be  reluctant  to  come  here. 
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It  was  very  much  a  county  clinic.   The  look  of  it,  the  feel 
of  it,  everything  was  county.   There's  a  certain  amount  you  can  do 
to  modernize  a  1912  building,  but  it's  still  an  old  building.   So 
I'm  sure  it  was  quite  daunting  to  people.   I  offered  a  job  to  one 
nurse,  and  she  turned  it  down.   She  was  the  only  nurse  of  the 
field  of  people  that  I  interviewed  that  actually  turned  it  down. 

Hughes:   Did  people  have  set  reasons  why  they  did  want  to  work  there? 

Gee:     Well,  that's  hard  to  recall.   I  do  know  that  a  couple  of  people 
were  pretty  specific  that  they  had  a  commitment  to  do  what  they 
could  in  terms  of  HIV.   There  is  a  gamut  from  nurses  to  clerks  to 
phlebotomists .   Other  people  were  very  interested  in  working  with 
patients  with  life-threatening  illnesses,  were  interested  in  the 
clinical  entity  of  AIDS,  had  heard  that  we  had  done  a  good  job  and 
wanted  to  be  part  of  the  group.   Many  of  our  per  diems  were 
looking  for  full-time  jobs,  or  regular  jobs,  and  felt  that  they 
blended  well  in  the  clinic,  so  they  wanted  to  sustain  their  work 
at  the  clinic.   So  it  was  a  mixed  bag.   I  don't  remember 
overwhelming  reasons  stated  for  wanting  to  work  in  the  clinic. 
But  people  were  okay  coming  to  work  with  patients  with  HIV. 

Hughes:   You  said  that  you  had  always  wanted  to  work  in  a  clinic.   Why 
weren't  you  particularly  interested  in  working  in  an  inpatient 
unit? 

Gee:     When  I  graduated  from  school,  I  went  right  into  the  master's 

program  and  then  right  into  outpatient  work.   So  part  of  it  was 
probably  reluctance  to  work  in  inpatient.   Part  of  it  was  my 
lifestyle,  I  wanted  to  have  a  regular  Monday-through-Friday  job. 

The  other  part  of  it  was  the  ability  to  work  with  patients 
not  in  a  hospital  setting,  to  work  with  them  in  a  healthier  state, 
the  ability  to  have  more  interaction,  more  teaching.   So  it  was 
just  a  personal  preference,  probably  stemming  from  a  lifestyle 
desire,  and  because  I  went  into  outpatient  work  very  early  on. 


Abrams'  Lymphadenopathy  Patients 


Hughes:   In  March  of  1983,  Don  Abrams  moved  something  like  200 

lymphadenopathy  patients  from  UCSF  to  San  Francisco  General.1 


1  Gayling  Gee.   Information  Manual:   Ward  86  AIDS /Oncology  Outpatient 
Clinics,  San  Francisco  General  Hospital.   September,  1985.   (AIDS  Resources 
Center  Archives,  Ward  5A,  San  Francisco  General  Hospital,  carton  4,  folder: 
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That  was  a  lot  of  patients  to  bring  in.   Also,  it  wasn't  clear  at 
the  time  whether  these  patients  had  AIDS  or  not. 

Gee:     Well,  the  significance  was,  it  was  another  piece  to  add  to  our 

spectrum  of  AIDS  care.   It  actually  brought  in  the  asymptomatic, 
or  the  less  symptomatic,  HIV  patients.   It  was  a  sufficient  number 
of  patients  to  actually  open  up  another  clinic.   So,  as  I  recall, 
we  did  Tuesday  morning  lymphadenopathy  clinic.   That  was  Donald's 
clinic.   It  brought  in  another  group  of  patients  who  ultimately 
did  progress—most ,  if  not  all--to  HIV.   So  we  just  increased  the 
base  of  patients  that  we  were  caring  for. 

The  lymphadenopathy  patients  were  important  in  that  they 
showed  us  the  very  beginning  of  the  HIV  spectrum.   The  KS  patients 
were  kind  of  in  the  middle,  and  then  the  PCP  patients  were  toward 
the  end  of  the  disease  process,  so  we  really  saw  a  wider  spectrum 
of  people.   They  added  to  the  clinical  entity,  and  our  clinical 
perspective  of  what  HIV  was. 

Hughes:   Early  on,  Don  thought  that  lymphadenopathy  was  a  hopeful 

condition.   He  speculated  that  these  patients  were  fighting  off 
the  infection,  and  the  hope  was  that  they  would  not  develop  full 
blown  AIDS.1  Do  you  remember? 

Gee:     Yes.   If  the  lymph  nodes  started  shrinking,  that  was  taken  as  not 
a  good  sign,  as  I  recall. 

Hughes:   Yes. 

Gee:     Well,  as  every  new  thing  came  along,  my  reaction  was,  Oh,  okay. 
So  I  really  had  no  impressions  one  way  or  the  other.   I  didn't 
particularly  think  that  that  outcome  was  going  to  be  true. 

Hughes:   Did  you  have  a  reason? 

Gee:     I  thought,  Well,  maybe  that's  wishful  thinking  on  Donald's  part; 
maybe  he's  trying  to  state  something  that  he  hopes  over  the  years 
will  come  true.   I  was  more  pessimistic  about  it.   I  thought, 
Well,  no,  lymphadenopathy  is  part  of  the  whole  process,  but  who  am 
I  to  make  a  clinical  judgment?   It  was  something  that  the  patients 
could  be  hopeful  of.   The  fact  that  AIDS  was  so  new,  you  could  say 
anything  about  it.   There  was  so  much  early  speculation:  "Oh,  it's 


Ward  86.   Hereafter,  Gee's  Information  Manual,  September,  1985.) 

1  D.I.  Abrams,  B.J.  Lewis.   Lymphadenopathy:   Endpoint  or  prodrome? 
Update  of  a  24-month  prospective  study.  Annals  of  the  New  York  Academy  of 
Science  1984,  437:207-215. 
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because  of  lifestyle,  or  it's  because  of  amyl  nitrates,  or  it's 
because  of  this,  or  it's  because  of  that."   Then,  all  of  a  sudden, 
it  was  more  infectious  than  we  thought,  so  we  had  to  start  wearing 
gloves. 

So  by  the  time  March,  1983  came  along,  it  was  like,  "Fine, 
whatever  you  want  to  say.   I  just  need  to  run  a  clinic.   I  just 
want  to  open  the  clinic  on  time,  get  the  patients  through,  make 
sure  all  the  needs  are  met,  make  sure  you  as  a  doctor  are  happy, 
that  we  bill  everything,  that  everything  goes  smoothly."   I  was  so 
much  into  the  operations  that  some  of  the  clinical  things  were 
interesting,  "Oh,  that's  nice  to  know  about,"  but  I  didn't  buy 
into  anything  one  way  or  the  other.   The  more  you  would  hear,  the 
more  you  began  to  take  things  with  a  grain  of  salt.   When  you  did 
see  something  and  it  was  verified,  it  was  like,  Okay,  good,  I'm 
glad  that  this  condition  is  really  being  noted. 


Neuropathy 


Gee:      I  think  it  was  in  '84  that  patients  were  starting  to  come  in  with 
neuropathy,  and  then  by  '85- '86,  it  was  a  real  clinical  thing—men 
who  couldn't  walk,  or  their  gait  started  being  wobbly.   So  after  a 
while,  it  was  good  to  finally  have  something  that  at  least 
described  it  so  that,  even  though  it  wasn't  something  pleasant, 
there  was  something  that  you  could  say  to  the  patient.   But  here 
was  yet  another  thing  that  could  happen  to  AIDS  patients.   Oh, 
swell,  not  only  is  it  the  diarrhea  and  the  Kaposi's  and  the  PCP, 
but  now  there's  this  neuropathic  aspect  that  was  devastating  in 
the  AIDS  dementia  complex,  as  people  were  living  longer  and 
longer. 


Living  Longer  with  AIDS 

Gee:     Early  on,  it  was  easier  to  cope  with  the  things  that  you  found  out 
about  AIDS.   But  as  AIDS  marched  into  '84,  '85,  '86,  and  you 
started  hearing  more  about  these  clinical  entities  and   syndromes, 
it  was  like,  How  much  more  can  our  patients  put  up  with?   You 
would  just  feel  devastated  when  patients  would  exhibit  all  these 
things.   And  yet,  it  was  because  they  were  living  longer. 

But  living  longer  didn't  mean  that  people  were  going  to  live 
better.   In  fact,  it  probably  meant  they  were  going  to  live  with 
much  more  debility  than  the  patients  we  saw  who  after  their  second 
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bout,  maybe  their  third  bout,  of  PCP  were  dead.   But  they  didn't 
suffer  through  some  of  the  things  that  later  patients  were  to  have 
extensive  issues  with.   Not  to  say  that  the  initial  people 
suffered  less,  but  it  seemed  like  it  always  got  worse  and  worse  as 
the  clinical  time  got  longer  and  longer. 

Hughes:   And  that  was  a  function  of  better  and  earlier  diagnosis? 

Gee:     Well,  it  was  partially  that,  but  it  was  better  treatments  for  the 
Pneumocystis  pneumonia,  the  opportunistic  infections.   So  people 
lived  through  their  second  and  third  bout  of  PCP.   I  don't  even 
know  what  the  most  recent  clinical  finding  on  AZT  is ,  but  I  know 
that  for  a  certain  period  of  time,  it  can  help  mitigate  some  of 
the  symptoms .   It  extends  life  and  then  what  do  you  get  after  your 
AZT?   Do  things  happen  worse?   I  couldn't  give  you  the  specific 
clinical  explanation. 

It  wasn't  so  much  that  we  were  catching  the  disease  earlier, 
because  patients  were  still  probably  asymptomatic  for  about  the 
same  period  of  time.   To  me,  the  difference  was  that  once  they 
were  clinically  diagnosed,  they  lived  longer  and  longer. 

Hughes:   Because  of  better  treatment? 

Gee:     Yes.   It  seemed  that  the  quality  of  life  proportionate  to  the 

amount  of  time  that  they  lived  didn't  get  better.   So  that  always 
disturbed  me,  and  yet  you  want  people  to  live  longer.   It  was 
hard. 


Community  Physicians 


Hughes:   How  important  were  community  physicians  in  clinic  operations? 

Gee:     My  sense  of  community  physicians  was  that  they  referred  to  us,  we 
kept  the  patient,  and  that  was  it.  My  perception  is,  and  you'd 
have  to  do  chart  reviews,  that  most  patients,  when  they  came  to 
us,  it  was  because  they  became  Medi-Cal  recipients  or  medically 
indigent.   So  of  course  they  would  go  to  the  county  hospital.   I 
don't  recall  very  many  referrals  back  to  the  main  community 
physician,  because  the  referring  physician  probably  referred 
because  he  lacked  AIDS  expertise,  and  in  fact,  the  patient  would 
get  better  care  at  the  AIDS  Clinic. 

In  many  other  cases,  it  was  because  of  financial 

reimbursement:   you  worked  at  a  company;  you  had  health  insurance; 
you  left  the  company;  you  might  have  eighteen  months  of  COBRA,  and 


51 

then  it  ran  out,  and  then  you  had  to  apply  for  Medi-Cal.   So  then 
patients  would  come  to  San  Francisco  General  and  rarely  get 
referred  back  to  their  community  physician.   So  to  me,  it  looked 
like  a  one-way  street. 

A  number  of  the  community  physicians  came  into  the  clinic 
and  did  clinic  several  times,  over  a  certain  amount  of  time,  and 
actually  were  committed  to  learning  about  HIV  care,  and  fully 
intended  to  go  back  to  their  clinic  and  practice  doing  HIV  care. 
I  think  of  Marshall  Kubota  from  the  Napa  Valley  area,  who  came 
down  and  spent  quite  a  bit  of  time  in  clinic,  established  a 
relationship  with  the  physicians.   When  he  went  back  to  the  area-- 
I  think  Napa  Valley  has  a  significant  gay  population--he  actually 
took  care  of  patients  there. 

I  think  this  kind  of  physician  was  the  impetus  for  Connie 
Wofsy  to  start  her  APEX  program.1   It's  the  AIDS  Provider 
Education  and  Experience  program,  where  physicians  would  come  in 
for  intensive  didactic  as  well  as  intensive  clinical  experience, 
the  intent  being  to  return  to  their  practice  with  some  expertise. 

Some  of  the  community  health  doctors,  Wally  Krampf,  for 
example,  came  in  and  spent  some  time  in  the  clinic.   There  were  a 
number  of  private  doctors  who  weren't  in  the  clinic  that  long,  but 
they  were  there  for  a  sufficient  amount  of  time,  and  then  intended 
to  see  HIV  patients  in  their  own  practice. 

So  I  think  that  the  role  of  the  community  physicians 
probably  wasn't  major  or  significant,  and  most  of  them  probably 
got  their  information  through  continuing  education  classes, 
attending  lectures  given  by  Paul,  Donald,  and  Steve  Follansbee. 

Hughes:   They  would  tend  to  be  physicians  who  had  significant  gay 
practices? 

Gee:     Probably.   There  probably  would  be  no  other  reason  to  do  it  except 
to  make  sure  that  you  met  the  needs  of  your  patients. 


Insurance  Coverage 


Hughes:   You  talked  about  Medi-Cal  coverage  as  a  reason  for  patients  to 

come  to  the  clinic.   But  as  the  clinic  gained  in  reputation  as  a 


1  For  more  on  the  APEX  program,  see  Wofsy 's  oral  history  in  the  UCB 
AIDS  physicians  series. 
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center  for  AIDS  medicine,  did  you  begin  to  get  patients  who  indeed 
had  insurance  and  had  decided  to  come  to  the  clinic  because  they 
felt  it  was  the  best  place  in  the  city  to  get  AIDS  care? 

Gee:     Well,  if  you  were  a  Kaiser  patient,  you  could  come  to  our  clinic, 
but  we  wouldn't  get  reimbursed,  so  it  wasn't  really  encouraged.   I 
think  Kaiser  encouraged  a  patient  to  use  its  services.   So  that's 
kind  of  a  strange  example.   I  don't  know  how  many  Kaiser  patients 
we  had  coming  to  our  clinic. 

I  don't  think  that  the  number  of  private-paying  patients 
coming  to  the  clinic  ever  went  above  8  or  9  percent.   In  fact,  I 
think  that  might  be  an  optimistic  estimate  of  what  we  see. 

Hughes:   Because  it  is  a  county  hospital? 

Gee:     I  think  primarily  because  of  that.   I  think  we  had  a  number  of 
people  who  came  wanting  individual  or  specific  consultation  by 
Paul  Volberding  or  Donald  Abrams .   Yes,  we  did  have  a  number  of 
people  come  specifically  wanting  to  see  those  physicians,  but  as  I 
recall,  the  majority  of  our  patients  were  Medi-Cal  and  medically 
indigent,  or  on  some  form  of  self -pay  because  they  still  had 
assets  and  were  on  some  kind  of  sliding  fee  scale.   I  don't  recall 
our  private  insurance  patients  ever  being  that  significant. 


Therapy 

Hughes:   What  could  you  do  for  a  KS  patient  from  mid-1981  to  mid-1982? 

Gee:     They  may  or  may  not  have  been  staged  at  San  Francisco  General; 
they  might  have  been  staged  up  at  DC.   We  administered  the 
chemotherapy.   We  also  had  the  alpha-interferon  trials.   I'm  not 
sure  if  there  were  any  other  experimental  trials  for  Kaposi's 
sarcoma,  but  we  had  other  combination  chemotherapy  protocols  for 
Kaposi's  sarcoma.   If  people  needed  to  be  admitted,  5B  was  opened 
in  July,  1983.   So  what  we  offered  people  was  continuity  of  care 
between  the  inpatient  and  outpatient  services.   The  inpatient  unit 
was  specifically  geared  for  HIV  patients,  and  had  people  who  were 
HIV-sensitive  as  well  as  gay- sensitive,  and  provided  care  with  a 
lot  of  respect  and  dignity,  which  we  also  felt  we  did  in  the 
clinic.   For  the  KS  patient,  it  was  chemotherapy,  experimental 
drugs,  and  some  continuity  of  care  between  inpatient  and 
outpatient. 


53 

I'd  have  to  look  at  my  little  historical  account  to  see  when 
Shanti  Project  and  the  AIDS  Health  Project  came  in.1   But  over  the 
years,  we  began  developing  a  stronger  psychosocial  support  and  a 
social  worker  system  to  assist  patients.   I  think  people  felt  very 
cared  for  when  they  came  to  the  clinic  and  when  they  were  admitted 
to  the  inpatient  unit. 

Hughes:   Do  you  know  how  KS  was  staged  in  the  early  days? 

Gee:     Dr.  Conant  and  Paul  Volberding  probably  came  up  with  a  very 

elaborate  staging  system.   It  was  not  only  counting  the  number  of 
lesions,  but  also  describing  which  part  of  the  body  you  had  them 
on.   Were  there  oral  lesions?   There  would  be  an  endoscopic  exam, 
and  I  think  there  was  an  entire  GI  workup.   I'm  not  sure  beyond 
that  how  much  further  they  went  into  the  GI  tract.   I  think  there 
were  a  number  of  blood  tests  done.   I'm  trying  to  think  if  there 
were  any  chest  x-rays. 

Hughes:   A  patient  was  placed  in  a  stage  in  the  history  of  disease 
progression? 

Gee:      It  was  more  tracking  the  extent  of  disease,  and  I'm  trying  to 
think  what  our  treatment  protocols  were.   I  just  remember  the 
drugs  that  we  used,  and  I  think  for  what  we  considered  an  advanced 
stage,  there  were  two  or  three  chemotherapeutic  agents  that  we 
used. 

The  other  piece  was  that  it  was  just  to  establish  a  baseline 
for  how  many  lesions  you  had,  and  by  counting  the  number  of 
lesions,  we  would  mark  how  rapidly  the  disease  was  progressing. 

Hughes:   Knowing  what  stage  the  disease  was  in  would  then  determine  what 
kind  of  therapy  was  administered? 

Gee:     Well,  for  the  Kaposi's  sarcoma  at  that  time,  it  was  really  the 

chemotherapy  only,  and  then  the  alpha  interferon.   We  had  several 
alpha-interferon  trials,  but  they  were  still  for  limited  numbers 
of  patients,  so  not  everyone  could  go  on  them. 

Hughes:   Alpha  interferon  didn't  work  very  well,  did  it? 
Gee:     No. 


1  According  to  Gee's  history,  the  AIDS  Clinic  and  inpatient  unit  have 
had  Shanti  counselors  since  March,  1983,  and  the  AIDS  Health  Project  has 
assigned  a  psychiatric  social  worker  to  the  clinic  since  March,  1984. 
(Ward  5A  papers,  carton  4,  folder:  Ward  86.) 


Hughes:   If  a  patient  was  in,  say,  stage  one,  would  he  get  therapy? 

Gee:     He  would  definitely  get  chemotherapy,  if  he  fell  within  the  study 
parameters  —  and  I  don't  remember  the  specific  ones  —  and  if  it  was 
early  disease,  he  could  go  into  one  study.   If  he  was  late-stage 
disease,  he  could  go  into  another  study.   So  that  was  the 
importance  of  this  staging.   Depending  on  when  the  patient  came 
in,  and  when  the  study  was  going  on,  determined  could  we  put  this 
patient  in  the  study.   So  if  there  were  only  ten  slots,  and  we 
filled  up  the  ten  slots  and  there  was  no  other  study  for  six 
months,  we  could  put  people  on  a  wait  list. 

But  you  couldn't  just  treat  them?  They  had  to  be  part  of  a 
protocol? 

For  the  alpha  interferon,  yes. 
But  for  other  things? 
There  were  no  other  things. 

Did  it  ever  happen  that  a  patient  would  not  be  in  sync  with  an 

ongoing  trial  and  consequently  wouldn't  get  treated?  Or  was  there 

something  that  you  could  do,  even  though  he  didn't  fit  into  a 
study? 

Gee:     Well,  I'm  trying  to  think.   Very  early  on,  there  were  not  that 
many.   Here  are  our  trials.1  [tape  interruption] 


Hughes : 

Gee: 
Hughes : 
Gee: 
Hughes ; 


Clinic  Physicians 


Hughes:   Gayling,  what  did  you  do  about  educating  medical  students  and 
interns  and  residents  to  the  special  aspects  of  AIDS  medicine? 

Gee:     We  had  very  few  residents  and  medical  students  select  the  AIDS 

Clinic  as  an  elective,  mainly  because  they  had  gotten  so  much  AIDS 
on  the  inpatient  side  that  the  last  thing  they  wanted  to  do  vis-a 
vis  their  medical  education  was  to  see  more  AIDS  patients.   From 
'83  to  probably  '86  were  the  years  when  we  had  twenty,  thirty, 


1  Gee  refers  to  five  pages  titled  "Summary  of  AIDS,  ARC  [AIDS-Related 
Complex],  and  ID  [Infectious  Disease]  Studies"  in:   Gayling  Gee. 
Information  Manual,  Ward  86  AIDS /Oncology  Outpatient  Clinics,  San  Francisco 
General  Hospital,  September,  1985.   (Ward  5A  papers,  carton  4,  folder:  Ward 
86.) 
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forty  average  daily  census  of  HIV  patients  in  the  inpatient  unit. 
So  there  were  so  many  HIV  patients  that  students  got  their 
education  from  the  inpatient  perspective.   We  had  an  occasional 
family  medicine  resident  who  would  come  through  and  select  AIDS  as 
a  rotation,  but  really,  that  was  just  about  it. 

Hughes:   Did  that  present  staffing  problems,  that  there  were  few  warm 
bodies  to  help  out? 

Gee:     Well,  it  did,  but  it  worked  to  our  advantage  because  then  we  hired 
more  nurse  practitioners,  we  had  more  faculty  come  in,  and  the 
faculty  are  always  more  productive.   So  they  really  didn't  have  to 
spend  the  same  kind  of  time  teaching;  they  actually  went  in  and 
saw  their  patients.   So  the  benefit  to  the  clinic  was  that  over 
time,  we  had  a  number  of  attending  physicians;  we  had  many  fellows 
who  would  come  through  and  be  required,  "You  will  do  one  AIDS 
Clinic  a  week,"  so  they  did  that.   But  because  they  were  fellows 
and  attendings,  they  were  very,  very  productive.   The  AIDS  Clinic 
has  always  been  very  fortunate  in  that  it  does  a  very  high 
[patient]  volume  for  the  complexity  of  patients  that  they  see. 

But  very  early  on,  I  do  remember  doctors  coming  up  to  the 
board  and  looking  at  the  names  of  the  patients  under  their  name, 
and  they  would  go,  "I  can't  see  eight  patients!   How  can  this 
happen?"   "Well,  you  scheduled  yourself  for  this  many,  and  some 
other  doctor's  out,  so  you're  getting  his  patients."   But  they 
were  quite  productive  in  seeing  patients. 

I  always  enjoyed  having  the  attendings  doing  their  clinics. 
It  was  kind  of  unusual  for  me,  because  in  other  clinics, 
attendings  were  always  teaching,  so  that  they  never  really  went  in 
and  directly  saw  the  patients.   It  was  always  the  housestaff  who 
did. 


The  Triage  Desk 


Hughes:   I  read  of  a  triage  desk.  What's  the  story  there? 

Gee:     By  the  end  of  1983,  we  had  clinics  with  twenty-five,  thirty  people 
in  them,  and  that  was  the  time  in  which  the  physicians  were  in 
clinic  and  were  seeing  patients.   If  patients  knew  that  their 
doctor  was  in  at  that  time,  they  would  call  in.   So  it  was  the 
nurse  at  the  nurses'  station  in  that  corridor  of  the  clinic  where 
that  clinic  was  being  run  that  would  actually  take  the  initial 
call,  do  a  little  bit  of  history,  and  then  tell  the  patient  to 
either  hang  on  because  he  or  she  was  going  to  go  get  the  physician 
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to  actually  speak  to  the  patient,  or  run  the  problem  by  the 
physician  and  then  call  the  patient  back.   So  that  was  where  the 
triage  desk  started. 

Then  as  the  clinic  got  bigger  and  bigger  and  the  patients 
got  more  and  more  ill,  patients  would  actually  drop  into  clinic. 
Their  primary  care  provider  might  or  might  not  have  been  there, 
but  that  patient  was  a  drop-in  and  we  felt  obligated  to  see  him. 
So  we  would  approach  the  physician  in  charge  and  say,  "Mr.  Jones 
has  X,  Y,  and  Z  symptoms.   I  think  he  needs  to  be  seen  today.   Can 
we  squeeze  him  in  somewhere?"  And  the  attending  would  say,  "Sure, 
we'll  put  him  under  Dr.  Smith." 

So  that  was  the  role  of  the  triage  nurse.   It  was  a 
combination  of  making  sure  that  the  flow  was  going,  making  sure 
that  doctors  were  going  in  to  see  their  patients,  making  sure  that 
doctors  were  coming  out  of  their  room  because  they  had  four  or 
five  patients  stacking  up  in  the  waiting  room.   So  it  was  trying 
to  ensure  the  timeliness  of  visits,  to  assess  the  drop-ins  and  the 
phone  calls,  and  to  squeeze  drop-in  patients  and  to  squeeze  phone 
calls  in  front  of  the  attending  and  into  the  existing  schedule- - 

it 

Gee:     The  charge  nurse  was  also  the  triage  nurse  for  that  morning 

session  and  would  manage  the  pace  and  the  flow  of  the  clinic.   So 
that's  what  a  triage  nurse  does,  or  the  triage  desk,  or  however 
you  want  to  call  it. 


The  Clinic  as  a  Response  to  a  Community  Crisis 


Hughes:   I'm  wondering  if  the  AIDS  Clinic  was  ever  used  in  a  symbolic  sense 
to  represent  the  university's  response  to  a  community  crisis. 

Gee:     Oh,  boy.   I  think  everybody  used  the  AIDS  Clinic  when  they  needed 
to,  to  represent  the  response.   I  think  in  middle  to  late  1984,  we 
really  came  into  our  own  and  became  recognized  as  that.   I  think 
even  the  hospital  began  to  recognize  our  contributions  to  its 
reputation.   Paul  was  certainly  getting  a  lot  of  national 
exposure.   He  always  spoke  of  the  university,  but  I  think  he  also 
was  pretty  good  in  recognizing  the  hospital's  part  in  responding 
to  a  community  crisis. 

It's  kind  of  ironic  that  the  university  on  the  hill  [UCSF] 
never  really  paid  all  that  much  attention  to  the  AIDS  epidemic, 
but  I  think  really  drew  its  reputation  for  AIDS  care  from  San 
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Francisco  General.   Occasionally  when  you  see  the  UCSF  magazines 
and  the  alumni  journals,  they'll  speak  of  the  university's 
contribution,  when  in  actuality  all  of  this  was  happening  at  San 
Francisco  General  Hospital.   But  in  fact,  they  at  SFGH  are 
university  staff.1 

So  I  never  know  what  to  make  of  that.   Sometimes  I  think, 
Well,  that's  kind  of  unfair,  because  we  really  are  at  the  General, 
and  UCSF  is  taking  advantage  of  it;  but  by  the  same  token,  the 
physicians  are  university  staff,  and  the  hospital  takes  advantage 
of  their  reputation.   So  when  U.S.  News  and  World  Report  nominates 
its  number-one  AIDS  hospital,  it's  not  UC,  it's  UCSF  at  San 
Francisco  General.   It's  definitely  San  Francisco  General  Hospital 
that  is  the  number-one  AIDS  hospital. 

The  original  question  was? 

Hughes:   Using  the  clinic  symbolically  as  an  example  of  how  the  university 
responds  to  the  community. 

Gee:      I  think  the  university  used  it  more  as  responding  to  the  epidemic 
via  their  research  efforts,  and  my  perception  is  that  the  hospital 
used  it  more  as  the  community  response  to  the  epidemic.   So  I 
don't  know  that  the  university  itself  ever  took  ownership  of  the 
clinic,  but  definitely  took  ownership  of  the  physicians  and  the 
research  that  was  being  done  there. 

Hughes:  And  yet,  the  clinic  was  a  university  unit. 

Gee:  Yes. 

Hughes:  As  opposed  to  the  inpatient  unit,  which  was  a  county  unit. 

Gee:  Yes. 


UCSF  Acknowledges  the  Clinic 


Gee:     Well,  I  really  shouldn't  say  the  university  never  acknowledged  the 
clinic.   There  was  one  occasion  where  Chancellor  Julius  Krevans 
and  the  dean  of  the  School  of  Nursing  and  the  dean  of  the  School 
of  Pharmacy  and  the  dean  of  the  School  of  Dentistry  were  having 
some  kind  of  event  and  invited  Paul  and  myself  and  Jay  Levy,  and  I 


1  SFGH  is  jointly  administered  by  UCSF  and  the  City  and  County  of  San 
Francisco. 
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think  Marc  Conant  was  there;  we  were  all  university  people.   It 
was  really  one  of  my  first  times  speaking.   I  was  so  nervous  about 
my  presentation.   I  just  remember  myself  stuttering  and  stammering 
and  my  voice  was  wavering,  just  like  it  sounds  now  [Gee  has  a 
cold] . 

What  I  talked  about  were  two  or  three  patients  who  I  had 
known  and  had  watched  progress  through  their  disease,  and  they  had 
died  within  six  months  of  my  doing  the  presentation.   So  while  the 
physicians  were  speaking  of  their  clinical  trials  and  whatever 
academic- -Paul  always  speaks  to  the  model  of  care--I  spoke  about 
the  patients,  and  what  they  were  living  through. 

I  remember  one  patient  who  had  moved  here  from  Minnesota, 
and  as  he  was  to  tell  the  clinic  staff  later,  "I  moved  out  here 
because  no  one  in  Minnesota  could  give  me  the  level  of  care  that  I 
needed.   So  I  moved  out  here  and  I  came  here  to  the  clinic,  and  I 
feel  that  I'm  getting  the  best  care  that  is  possible  to  get." 
When  he  passed  away--I  don't  think  this  was  part  of  the  story  that 
I  related- -but  when  he  passed  away,  he  actually  left  in  his  will 
sums  of  moneys  to  individuals  in  the  clinic  whom  he  felt  really 
dearly  close  to.   That  was  incredible.   I  was  one  of  those 
individuals,  and  it  was  like,  Oh,  my  god,  what  do  I  do  with  this? 
This  is  just  incredible  that  I  have  this  check  from  one  of  my 
patients. 

So  I  told  three  stories  of  patients.   At  the  end,  the 
chancellor  came  up  and  he  said,  "This  is  wonderful,  Gayling."  He 
remembered  me  for  several  years  after  that,  because  I  was  the 
person  who  had  done  this  presentation.   The  dean  of  the  School  of 
Nursing,  Margaret  Esteils,  was  also  very  complimentary,  and  I  was 
kind  of  embarrassed  because  I  had  stuttered  so  much.   But  it  was 
very  nice  to  be  recognized  by  the  top  bananas  at  the  university, 
and  I  think  they  began  to  understand  really  what  we  were  doing  at 
San  Francisco  General.   So  there  was  that  acknowledgement;  it  was 
very,  very  nice. 

I  don't  know  a  lot  of  people  up  at  the  university,  so  I'm 
not  quite  sure  if  they  really  considered  us  part  of  their 
community  response. 

Hughes:   Do  you  remember  the  occasion  and  the  year? 

Gee:     You  know,  I  really  don't.   It  must  have  been  somewhere  between  '84 
and  '85,  because  by  '86,  I  think  I  was  pretty  calm  in  terms  of 
giving  presentations,  so  that  wouldn't  have  fazed  me  as  much. 
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Staffing  and  Space  Problems 


Hughes:   Paul  Volberding  wrote  to  Jeff  Lang,  the  hospital  administrator, 

expressing  concern  over  "the  serious  lack  of  help  to  the  clinic." 
This  was  June,  1983. '  Do  you  know  what  he  might  have  been  talking 
about? 

Gee:      [Referring  to  the  staffing  chart  in  her  history  of  the  AIDS 
Clinic]   In  July  of  1983,  there  was  Paul,  Connie,  Donald,  an 
administrative  assistant,  two  R.N.s,  one  of  which  was  myself,  one 
phlebotomist ,  a  receptionist,  a  research  R.N.,  and  two  heme-onc 
[hematology-oncology]  fellows.   And  by  then,  we  apparently  had  a 
Shanti  counselor. 

Paul's  letter  might  have  been  in  relationship  to  space  and 
registering  people.   It  probably  was  a  very  convoluted  process  to 
register  the  patients  so  that  we  could  indicate  and  bill  their 
insurance,  and  then  get  the  encounter  registered  for  us.   I  think 
at  the  time  we  were  trying  to  expand  into  the  other  side  of  the 
unit,  so  it  might  have  also  been  related  to  the  space  issue.   But 
specifically  what  that  was  about,  I'm  not  sure.   Our  staffing  was 
all  university,  and  as  a  city  and  county  entity,  unless  we 
negotiated  with  the  city  to  give  us  more  dollars,  the  hospital 
could  not  really  provide  us  with  more  staff.   So  I  think  that  even 
though  we  had  staffing,  we  were  having  a  bigger  volume  of 
patients. 

The  hospital-related  issues  that  I  would  think  that  Paul 
would  appropriately  write  to  Jeff  Lang  about  would  be  around  the 
ability  to  register  patients  and  to  get  their  laboratory  tests 
done  and  read  appropriately  and  the  results  entered  in  the  medical 
records  as  well  as  to  do  their  radiology  exams.   You  have  to  have 
a  patient  registration  card  to  do  everything.   I  think  at  the  time 
we  had  a  very  cumbersome  registration  process. 


Visitors 


Hughes:   I  know  visitors  begin  to  come  to  the  inpatient  unit  from  around 
the  country  and  eventually  from  around  the  world.   Did  that  also 
happen  to  the  clinic? 


1  Volberding  to  Lang,  June  26,  1983.   (AIDS  Health  Project,  Special 
Collections,  UCSF  Library,  Ward  86,  C5 ,  folder:  From  PV  1983.) 
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Gee:     Oh,  yes.   Very  early  on,  we  had  Robert  Gallo  come  in.  We  were  all 
impressed  with  Robert  Gallo.   Gary  Carr  said,  "Oh,  he's  such  a 
charming  man,"  and  I  said,  "You  know,  I  had  the  same  feeling  for 
him."  He  came  in  and  he  immediately  started  talking  to  you,  and 
all  you  had  to  do  was  say  a  few  words,  and  then  after  a  while,  he 
was  telling  you  a  story.   He  made  an  immediate  personal  connection 
with  myself  and  Gary  Carr. 

Luc  Montagnier  from  France  visited  us,  and  he  was  just  a 
sweet,  gentle  man.   We  were  all  just  charmed  by  him  for  not  being 
verbose,  and  for  being  very  French,  and  just  appearing  to  be  a 
very  gentle,  kind  person. 

Hughes:   Had  he  isolated  the  virus  at  that  stage? 

Gee:      I  believe  he  had  at  that  time  [1983],  and  so  that's  why  it  was 

such  an  honor  for  him  to  come  in.   I  remember  shaking  his  hand  and 
saying--!  think  I  said  to  all  of  them--"What  an  honor  it  is  to 
meet  you,"  because  they  were  already  big  names  in  the  HIV  field. 

Tony  Fauci  from  the  N1AID  [National  Institute  for  Allergy 
and  Infectious  Diseases]  came  to  the  clinic  very  early  on.   His 
wife,  Christine  Grady,  was  a  nurse,  so  I  remember  meeting 
Christine.   We've  also  had  C.  Everett  Koop  come  into  the  clinic. 
Mother  Theresa  came  after  I  left  the  clinic,  and  she  had  a 
personal  interview  with  Paul  Volberding.   So  we've  had  our  share 
of  people  come  through. 

We've  certainly  had  the  mayors.   [San  Francisco  Supervisor] 
Art  Agnos  has  come  through;  [San  Francisco  Mayor]  Frank  Jordan 
comes  all  the  time.   So  I  think  it's  really  evenly  split  between 
who  comes  where  to  the  AIDS  Clinic  or  inpatient  unit.   I  do 
remember  Jerry  Brown  coming  to  5A,  when  I  was  already  over  at  the 
inpatient  unit.1   I  was  Diane  Jones'  supervisor. 


Social  and  Community  Services 


Hughes:   What  was  available  in  terms  of  social  and  community  services  in 
the  very  early  days? 

Gee:     Very  little  housing.   The  AIDS  Foundation  was  there  for  some 

educational  and  basic  support  services.   Patients  would  self -refer 


1  As  director  of  medical  nursing  [1991-1995],  Gee  was,  among  other 
things,  clinical  director  of  the  HIV  inpatient  unit. 
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to  the  AIDS  Foundation.   We  had  a  Shanti  counselor  in  our  unit 
pretty  early  on,  so  we  had  one-to-one  intervention.   We  had  a 
social  worker  by  January  of  '84,  so  the  social  worker  was  able  to 
tie  patients  in  with  benefits  counselors  at  the  AIDS  Foundation. 

Hughes:   The  hospital  provided  the  social  worker? 

Gee:     I  think  Gary  Starlipper  was  our  first  social  worker,  and  he  was 
actually  assigned  to  Ward  86.   Prior  to  that,  we  had  access  to  a 
social  worker,  but  I  don't  remember  any  name  in  particular  that  we 
could  refer  for  outpatient  issues.   I  believe  Gary  Starlipper  was 
a  city  and  county  social  worker  who  came  to  work  with  us.   He  was 
really  wonderful  to  have  around. 

Shanti  Project  had  their  practical  support  and  emotional 
support  services,  and  I  think  that  served  the  community  for  a 
very,  very  long  time  in  terms  of  actually  providing  in-home 
support  for  patients.   So  those  are  the  services  that  I  remember 
the  best. 

Hughes:   You  don't  remember  having  much  assistance  from  the  social  service 
department  at  the  hospital? 

Gee:     Well,  Gary  was  assigned,  and  there  were  inpatient  social  workers. 
Brooks  Linton  was  one  name  I  remember  from  the  inpatient  side,  and 
she  was  frequently  helpful  to  us  on  an  outpatient  perspective. 
Currently  I  don't  know  what  is  provided.   I  think  the  social 
worker  in  Ward  86  now  is  provided  by  the  clinic  through  care 
moneys . 

The  social  service  support  has  been  predominantly  with  the 
inpatient  unit.   5B  had  two  or  three  social  workers  dedicated  to 
not  only  the  patients  on  5B  but  the  patients  off -unit.   I  think 
over  the  years  because  of  budget  cuts  that  service  has  been 
reduced.   But  I  know  Brooks  Linton,  Anita  Klein,  I  think  Miriam 
Gak,  and  Michael  Bitterman  were  the  social  workers  in  more  recent 
history  who  have  been  the  mainstays  of  the  support  services  that 
are  provided  on  5A. 


The  Shanti  Project 


Hughes:   How  well  did  Shanti  integrate  into  the  general  activities  of  the 
clinic? 

Gee:     They  had  offices  on  our  unit.   They  circulated  in  the  waiting 
room.   They  interviewed  as  many  patients  as  they  could,  and 
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sometimes  it  was  kind  of  a,  "Hi,  how  are  you?   If  there's  anything 
you  need,  I'm  here;  let  me  know."   Other  times  it  would  be  a  lot 
more  in  depth.   I  think  they  were  very  good  in  terms  of  referring 
to  Shanti  Project  services.   The  Shanti  inpatient  staff  had 
regular  staff  meetings  for  which  they  would  call  the  outpatient 
clinic  Shanti  person,  so  there  was  a  good  amount  of  continuity 
between  in  and  outpatient.   So  I  would  say  it  was  pretty  good,  in 
terms  of  what  support  we  were  able  to  provide  people. 

When  we  had  Gary  and  whoever  was  our  Shanti  counselor  at  the 
time,  that  was  really  kind  of  ideal  services.   We  had  concrete 
support,  which  was  the  social  worker,  and  then  the  more 
psychosocial,  touchy-feely  approach  of  Shanti.   I  think  Shanti  was 
always  kind  of  laughed  at,  because  it  had  this  heart-space 
approach.   If  you  were  part  of  Shanti,  you  opened  up  your  heart 
space  to  patients,  and  you  expected  patients  to  open  up  their 
heart  space  so  that  we  would  all  be  together.   Sometimes  from  a 
professional  standpoint  we  would  say,  "What  is  this  all  about,  and 
is  this  really  therapeutic?" 

Quite  frankly,  one  of  the  problems  that  Shanti  had  after  it 
had  been  in  the  community  for  a  while  were  a  lot  of  concerns  about 
the  executive  director  Jim  Geary.   People  would  say,  "This  is  like 
a  cult.   What  are  you  doing  with  these  volunteers  in  terms  of 
training?  What  do  you  expect  patients  to  give  to  you?"   Some  of 
the  training  was  perceived  as  not  being  as  therapeutic  as  it  could 
be;  I  guess  that's  the  best  way  to  say  it. 

For  many  people,  Shanti  counseling  worked  very,  very  well, 
and  for  other  people  it  didn't.   I  think  it  just  depends  on  what 
you  need  at  the  time,  and  everybody  has  individual  needs.   All  the 
counselors  were  different  and  unique,  so  some  counseled  better  and 
were  able  to  be  more  objective,  and  others  just  were  not  in  it  for 
the  right  reasons.   But  when  you  have  a  volunteer  agency,  you  need 
to  really  count  on  all  your  volunteers. 


More  on  the  AIDS  Inpatient  Unit 


Creation 


Hughes:   Did  you  have  a  reaction  when  the  idea  of  creating  an  inpatient 
unit  dedicated  to  AIDS  first  was  floated? 

Gee:     I  thought  it  was  a  great  idea,  but  how  could  someone  put  that 

together?  And  when  it  actually  happened,  I  thought,  Well,  this  is 
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pretty  amazing.   And  then  as  soon  as  they  set  up,  there  was 
instantly  this  sense  of  rivalry  with  the  AIDS  Clinic,  "Who's  going 
to  be  considered  better,"  or  whatever.   You  can  see  yourself 
competitively:   Are  we  going  to  be  perceived  equally,  and  are  we 
going  to  be  giving  as  good  care,  or  are  they  going  to  be  giving  as 
good  care? 

I  really  never  told  Cliff  Morrison,  nursing  director  and 
organizer  of  the  AIDS  inpatient  unit,  but  he  really  did  an 
outstanding  job  and  was  very  inclusive  in  what  he  was  doing.   His 
concern  was  not  to  create  a  unit  that  felt  like  a  leper  colony,  to 
create  a  unit  that  was  very  multidisciplinary,  that  would  be 
receptive  to  people,  things  that  I  really  didn't  think  about, 
because  we  had  patients  coming  in,  so  it  just  was  that. 

Cliff  was  working  in  a  hospital  environment  where  patients 
were  really  being  treated  very,  very  badly,  but  he  was  going  to 
segregate  them  out  to  a  separate  unit  for  purposes  of  ensuring 
that  they  got  the  best  care  that  they  could.   I  was  a  little  bit 
skeptical  that  he  could  do  it,  but  he  really  did  do  that  in  a 
very,  very  good  way.   He  was  real  clear,  and  when  he  talked  to  me 
as  he  was  opening  the  unit,  he  said,  "I  have  this  interview 
process,  and  there  are  going  to  be  specific  criteria  for  working 
in  the  unit . "   I  think  he  also  had  a  name  in  the  gay  community 
already,  so  that  there  were  a  number  of  nurses  who  either 
personally  knew  him  or  knew  of  him.   So  there  was  a  core  group  of 
people  who  were  really  interested  in  working  on  the  unit. 


Inpatient-Outpatient  Unit  Interactions 


Gee:     I  remember  going  over  there  and  doing  a  little  inservice  on  the 
outpatient  piece.   I  remember  Linda  Maxey  [a  Shanti  counsellor] 
being  there,  and  I  think  Cliff  was  the  one  who  arranged  for  Linda, 
or  at  least  for  the  Shanti  staff,  to  have  office  space  there,  to 
ensure  that  it  was  a  very  well-rounded  service.   He  really  set  a 
very  good  stage  for  the  two  groups,  nurses  and  Shanti,  to  work 
together. 

It  really  did  make  things  a  lot  easier  for  us  as  we  had 
experience  with  it.   So  I  guess  my  perception  is  that  I  didn't 
really  sense  that  much  difficulty  in  terms  of  patients  being 
discharged  and  coming  over.   But  in  retrospect,  I  realize  how  many 
problems  there  were  on  the  inpatient  side  before  the  AIDS 
inpatient  unit  was  created,  and  how  people  were  treated,  and  not 
treated  very  well.   This  inpatient  AIDS  unit  resolved  a  lot  of  the 
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issues,  and  in  fact,  really  strengthened  the  inpatient  and 
outpatient  continuum  of  patient  care. 

Hughes:   Do  you  remember  talking  specifically  about  how  the  clinic  and  the 
inpatient  unit  were  to  interrelate? 

Gee:     Gee,  I  don't  remember  the  specifics.   The  only  thing  I  remember 
was  the  assurances  to  make  a  clinic  appointment  when  the  patient 
was  discharged,  so  that  everyone  would  always  have  an  appointment 
either  with  their  primary  care  provider  or  with  the  clinic. 

Initially,  we  didn't  set  it  up  that  way.  About  a  year  after 
the  unit  was  in  existence,  we  were  actually  calling  5B  and  saying, 
"Do  you  have  a  bed  available?  We  have  this  patient"--we  would 
give  a  little  history  to  5B.   5B  was  always  the  easiest  to  give  a 
nursing  report  to.   If  you  called  up  any  other  unit,  it  was  kind 
of  like-- [laughs]   It's  weird,  because  you  would  think  that  nurses 
would  want  to  have  a  little  bit  of  history.  Maybe  it  was  because 
it  was  an  AIDS  patient  that  there  was  some  reluctance:   "Oh,  I 
don't  want  to  take  this  patient."   But  5B  was  always  very 
appreciative  and  responsive  to  the  fact  that  we  had  a  patient  we 
were  going  to  admit,  and  we  wanted  5B  to  know  something  about  this 
patient  before  he  actually  came  to  the  unit. 

Sometimes  they  would  say,  "Well,  yeah,  we've  got  a  bed,  but 
can  you  hold  the  patient?"   So  over  the  subsequent  year  we  started 
working  closer  and  closer  together,  as  far  as  getting  people  into 
the  hospital  more  smoothly.   As  the  patient  census  got  worse  and 
worse,  then  we  had  problems  where  we  had  to  bring  a  patient  to  the 
emergency  room  to  await  a  bed,  and  then  we  started  getting  in 
trouble  with  nursing  staff,  because  we  were  sending  people  to  the 
emergency  room.   Why  couldn't  we  hold  them  until  seven  or  eight 
p.m.  when  the  bed  was  ready?   I  said,  "I'm  sorry,  the  AIDS  Clinic 
closes  at  five;  we  can't  pay  all  these  people  overtime  to  stay 
here,  because  you  can't  clear  the  bed." 

Hughes:   Were  there  other  difficulties  in  coordination  between  the 
outpatient  clinic  and  the  inpatient  unit? 

Gee:     Not  really  a  lot  that  I  recall.   I  think  we  just  tackled  problems 
day  by  day  as  we  came  across  them.   If  we  didn't  have  a  discharge 
summary  or  we  didn't  know  what  was  the  diagnosis  of  a  patient  when 
he  was  discharged.   Sometimes  it  was  the  first  time  we  ever  saw 
the  patient,  so  they  would  keep  information  on  what  the  diagnosis 
was.   There  was  usually  someone  who  could  give  a  mini-history  if 
we  were  missing  it.   I  think  both  sides  worked  pretty  well  in 
terms  of  admitting  the  patient,  so  there  was  a  lot  of  discussion. 
You'd  have  the  occasional  personality  stuff,  but  usually  not. 
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Hughes:   Did  the  competition  continue? 

Gee:     Well,  I  don't  know.   I  think  there  was  always  talk,  "Well,  we're 
doing  this,  and  we  can  do  this."  When  I  look  back,  I  go,  "Oh, 
this  is  silly  girl  stuff."  But  I  don't  think  it  was  ever 
detrimental,  or  got  in  the  way  of  anything.   You  were  competitive 
just  to  make  sure  that  your  service  was  good,  or  you  wanted  your 
patients  to  perceive  that  you  were  as  good  or  better  than  someone 
else,  that  you  absolutely  delivered  the  best  care,  and  no  one 
could  ever  come  close  to  you.   We  never  did  our  retreats  together; 
we  never  really  did  anything  that  was  a  SB-Ward  86  thing. 


The  Gay  Pride  Parade 


Gee:     One  event  that  would  show  that  the  two  areas  were  real  separate 
was  the  Gay  Pride  Parade,  because  5B  would  march  separately  from 
Ward  86.   In  '87  or  '88,  they  decided,  "No,  we  should  do  this 
together."   I'm  actually  not  sure  what  they  do  now  for  the  t- 
shirts,  if  it's  a  combined  t-shirt  or  if  everyone  is  still  doing 
separate  t-shirts.   But  for  a  while  it  was,  which  t-shirt  would 
you  wear? 


Mervyn  Silverman's  Participation 


Hughes:   You  told  me  off  tape  a  story  about  Dr.  Silverman.   Would  you  like 
to  tell  it  on  tape? 

Gee:     Well,  it  was  always  an  important  thing  for  the  staff  to  march  in 
the  Gay  Pride  Parade.   I  recall  one  year  that  we  were  all 
marching,  and  the  parade  had  started.   There  were  at  least  eight 
or  ten  of  us  in  a  row,  and  we  were  maybe  four  rows  deep.   It  was 
one  of  those  years  when  everyone  really  turned  out,  and  the  crowds 
were  huge.   It  was  a  nice  day  for  doing  a  march,  and  everywhere  as 
we  would  march  along,  people  would  start  applauding  us.   It  may 
have  been  the  first  parade,  or  maybe  it  was  the  second  parade  that 
we  participated  in.   The  positive  community  response  that  we  got 
from  this  standing  ovation  from  the  parade  spectators  was 
wonderful. 

We  probably  got  five  or  six  blocks  into  the  parade,  and  all 
of  a  sudden,  Dr.  Mervyn  Silverman  was  running  up.   I  can't 
remember  if  he  was  running  toward  us,  or  running  in  back  of  us  to 
catch  up  with  us.   But  he  waved  at  us,  and  he  clearly  wanted  to 
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march  with  us.   Someone  had  an  extra  t-shirt.   I  remember  him 
coming  into  the  parade  line  and  taking  off  his  shirt.   He  had  a  t- 
shirt  underneath,  but  he  put  this  Ward  86  t-shirt  on  over  that. 
He  marched  with  us  for  the  rest  of  the  parade.   And  here  he  was, 
the  director  of  public  health,  and  he  wanted  to  march  with  us. 

So  it  was  not  only  the  adulation  of  the  crowd,  but  it  was 
also  that  the  top  boss  of  the  Department  of  Public  Health  was 
invested  in  what  was  going  on  with  the  HIV  epidemic  and  felt 
engaged  enough  and  familiar  enough  with  the  clinic  that  he  wanted 
to  march  with  us. 


Hughe  s :   Remarkab le . 


Pressure  to  Participate 


Hughes:   Well,  you  also  talked  off  tape  about  pressure  to  march  in  the  Gay 
Pride  Parade. 

Gee:     Yes.   It  was  as  a  sign  of  solidarity  with  all  members  of  the 

clinic.   I  think  the  gay  staff  wanted  to  have  everybody  in  the 
clinic  march  in  the  Gay  Pride  Parade.   It  was  one  of  those  things 
that  you  thought  about,  and  you'd  say,  "Well,  I'm  not  gay.   Am  I 
supposed  to  march  in  the  Gay  Pride  Parade?  What's  the  purpose  of 
the  parade?"   I  don't  think  there's  a  rule  that  says  you  have  to 
be  gay  to  march  in  it,  but  I  think  that's  where  people  would 
grapple  with,  Well,  how  safe  is  it  for  me  to  be  so  publicly  gay- 
identified,  and  what  issues  would  people  have  around  that? 

It's  one  thing  to  work  in  a  clinic,  and  it's  another  to 
march  out  in  the  open.   But  in  that  kind  of  parade  there's  so  much 
anonymity,  who  really  knows  or  cares  if  you're  in  the  parade?  And 
yet,  I  always  felt  that  there  was  pressure,  "This  is  Ward  86;  we 
all  have  to  march  together."  It  was  also  the  pressure,  "Well,  we 
have  to  have  parties  together,  and  we  have  to  have  this  nice 
picnic  together,"  so  you  have  to  show  up  for  the  picnic. 

There  was  a  great  need  in  the  clinic,  on  many  of  the  staff's 
part,  to  participate  jointly.   It  was  a  ritual,  and  people  wanted 
to  bond,  but  in  some  ways  it  didn't  respect  the  wishes  of  those 
people  who  didn't  want  or  need  to  be  bonded  in  this  way.   Yet  it 
was  no  reflection  at  all  in  terms  of  the  care  that  they  would  give 
or  how  they  treated  their  peers  or  their  patients.   People  took 
such  pride  in  their  work  and  they  wanted  everyone  to  feel  that 
pride,  and  they  wanted  everyone  to  somehow  demonstrate  that  there 
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was  no  homophobia,  racism,  sexism,  whatever—that  we  were  all  a 
very  united  front  in  terms  of  meeting  the  AIDS  epidemic. 

People  might  say  that  I'm  crazy  and  that  I'm  overstating 
what  that  really  was  all  about,  but  that's  how  I  felt.   It  felt 
very  much  like  a  universal  demand,  not  even  a  need,  but  a  demand 
that  you  will  bond,  you  will  show  this  kind  of  solidarity,  not 
only  in  the  clinic  but  to  the  rest  of  the  world. 


Gee's  Experiences  with  the  Gay  Community 


Hughes:   Was  it  ever  a  concern  to  you,  either  professionally  or  personally, 
that  you  might  be  identified  with  the  gay  community? 

Gee:      I  thought,  Well,  I'm  not  part  of  the  gay  community,  and  what  does 
that  mean  to  me?   But  I  now  feel,  No,  I'm  not  part  of  the  gay 
community,  but  I  have  served  a  significant  segment  of  the  gay 
community,  and  it  doesn't  bother  me.   But  I  think  early  on,  it  was 
just  one  of  those  things.   If  I  were  going  to  an  African-American 
party  and  feeling  uncomfortable,  it's  just  because  I'm  not  used  to 
being  there.   I'm  sure  an  African-American  coming  to  a  Chinese 
banquet  probably  has  a  little  bit  of  a  culture  shock,  as  do  most 
Caucasians--!  mean,  anyone,  Latino,  anyone- -coming  to  a  Chinese 
banquet,  you  have  this  cultural  thing  that  you  have  to  get  used 
to.   So  to  me,  it  was  the  equivalent  of,  Okay,  I  just  have  to  get 
used  to  these  cultural  things  that  I  don't  normally  do. 

One  day  I  walked  into  the  clinic  —  it  was  my  clinic;  I'd  been 
there  for  six  or  seven  years.   I  felt  like  I  was  in  a  gay  bar.   I 
thought,  Well,  okay,  you  work  with  people  very  closely.   I  don't 
think  you  react  negatively  or  homophobically  to  individuals,  but 
you  did  have  this  sensation,  and  that  was  just  your  perception  of 
that  minute . 

I  was  honored  by  the  Harvey  Milk  Club  for  contributing  to 
the  HIV  epidemic.   This  was  very  early  on,  in  '83  or  '84.   I 
thought,  Well,  I'm  going  to  a  gay  political  association.   My 
parents  said  to  me,  "Oh,  we  want  to  go  with  you!"  I  said, 
[brightly]  "Oh,  okay,"  and  I  thought,  Oh,  no,  my  folks  are  going 
be  at  a  gay  political  party.  What  are  they  going  to  think?  The 
focus  wasn't  on  me;  the  focus  was,  What  are  my  parents  going  to 
think?  Are  they  going  to  say  anything  to  me? 

They  went;  I  was  honored;  they  thought  it  was  terrific,  and 
they  didn't  think  anything  of  it.   Everything  was  fine.   They 
said,  "Well,  someone  was  holding  hands,"  and  it  was,  "Well,  yeah, 
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Ma,  they  do  that."   But  it  was  just  a  different  culture  that  you 
go  into.   You  don't  have  to  be  part  of  it,  but  you  can  be  in  it 
and  respect  it  and  be  out  of  it,  and  you  can  still  be  yourself. 

I've  attended  so  many  gay  functions  now,  including  Shanti, 
where  I  was  a  board  member  [1988-1994].   It  was  a  culture  thing 
that  I  had  to  get  used  to,  but  it  wasn't  because  I  was  phobic. 
But  it  was  just,  Okay,  I  have  to  acknowledge  that  this  is 
different;  it's  not  within  my  experience.   I  just  have  to  be  okay 
with  it  for  a  little  while,  and  then  allow  myself  to  be  really 
okay  with  it,  and  not  think  anything  about  it  later  on. 

Hughes:   In  the  early  days,  when  the  epidemic  in  San  Francisco  was  truly 
focused  on  the  gay  community,  did  you  ever  pick  up  the  idea  that 
because  you  were  not  gay,  there  was  a  limit  to  how  far  you  could 
go,  either  professionally  or  personally,  in  caring  for  patients? 

Gee:      I  don't  think  it  was  ever  held  against  me.   But  I  think  where  it 

came  out  was  I  was  told  that  I  couldn't  possibly  understand  how  it 
felt  to  be  gay,  and  to  work  in  a  place  where  this  disease  was  so 
obvious  and  evident.   The  primary  focus  of  the  clinic  was  to  care 
for  people  with  HIV.   Gay  men  would  say  to  me,  "You  just  don't 
understand  what  this  epidemic  is  about,  or  how  it  feels  to  us."   I 
would  say,  "Well,  I  agree.   But  does  that  mean  I  can't  care  for 
someone  as  well  as  someone  who  is  gay?"   I,  a  Chinese  woman,  am 
dying  of  something  and  I'm  going  to  question  you,  a  white  person, 
coming  in  to  help?   Why  would  I  want  to  question  that? 

The  attitude  was  not  there  in  all  the  gay  men  who  worked  in 
the  clinic,  but  I  just  sensed  that  in  several  of  the  gay  men  that 
that  was  kind  of  an  ongoing  issue.   It  wasn't  pervasive  and 
overwhelming,  but  it  always  surprised  me  for  the  few  men  that  it 
was. 


The  Epidemic's  Impact  on  the  Nursing  Profession 


Hughes:   Do  you  see  HIV  as  having  changed  aspects  of  nursing  care? 

Gee:     Well,  at  least  in  San  Francisco,  there  were  so  many  nurses  who 

contributed  so  much,  who  have  served  as  such  wonderful  role  models 
for  other  nurses,  who  took  on  an  epidemic  that  people  were  really, 
really  frightened  of  and  didn't  want  to  care  for  a  group  of 
patients.   I  think  the  nurses,  as  much  as  the  doctors,  had  a  real 
role  in  pulling  the  systems  together,  in  keeping  them  going,  and 
in  developing  a  lot  of  integrity  around  care  for  people  with  HIV 
that  I  hope  has  a  ripple  effect  outside  of  HIV. 
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I  think  for  San  Francisco  General,  it  continuously  calls  the 
question,  what's  the  quality  of  care?  Why  do  HIV  patients  like 
care  on  one  unit  better  than  on  another?  And  it's  not  because  5A 
gets  bathrobes  and  teddy  bears.   It  really  is  because  the  staff 
has  a  commitment  to  providing  good  care.   And  the  same  is  true  of 
Ward  86.  Ward  86  nurses  treat  people  with  respect  and  care.   They 
really  probably  give  the  same  kind  of  care  that  could  be  given 
anywhere  else,  but  they  do  it  with  a  different  —  a  real  respectful 
approach  to  the  patient. 

Not  to  say  that  other  clinics  don't  give  that,  but  the 
perception  of  patients  when  they  first  come  into  the  clinic  is 
that  they're  cared  for,  and  they're  respected,  and  people  welcome 
them.   Sometimes  in  a  clinic,  even  though  you  do  all  the  things 
right  for  the  patient,  do  you  really  give  that  extra  smile?   From 
the  clerks  to  the  doctor,  does  everyone  smile  at  you?   Do  people 
say  thank  you?  Do  people  say  excuse  me?  So  it's  kind  of  the 
basics. 

My  challenge  to  the  hospital,  and  to  other  units  that  I've 
been  on  is,  Why  should  someone  pick  5A  and  say  that  it's  better, 
when  I  know  that  other  units  probably  give  really  comparable 
nursing  care?  Clearly,  5A  nurses  have  HIV  expertise  and  because 
nurses  on  other  units  don't  see  HIV  all  the  time,  they  may  not 
have  the  same  expertise.   But  people  feel  good  about  the  care 
because  they're  treated  with  a  lot  of  respect.   So  I  think  it's 
trying  to  bring  that  level  of  care  all  over  the  hospital,  not  to 
use  it  to  lord  over  you,  but  to  say,  "The  expectation  should  be 
this  way  for  all  patients,  no  matter  where  they  come  from." 

I  think  the  impact  on  nursing  is  that  nurses  have  been  able 
to  demonstrate  that  they  clearly  had  a  role  in  developing  the 
system  and  in  providing  the  care,  and  that  out  of  that  has  come  a 
really  dedicated  group  of  people.   There  has  been  a  collaboration 
across  the  U.S.,  to  the  extent  where  we  have  a  National 
Association  of  Nurses  in  AIDS  Care.   This  wasn't  a  nursing 
association  started  on  the  West  Coast.   In  fact,  it  was  started 
with  nurses  primarily  from  the  East  Coast.   They  got  offered  a 
grant  from  a  company,  and  they  pulled  together  a  nursing  group. 

So  here  you  have  a  disease  that  drew  to  it  a  group  of  really 
committed  nurses,  and  these  committed  nurses  have  built  an 
organization.   I'm  a  past  president  [1991],  Cliff  Morrison  was  the 
president  after  me  [1992],  and  Anne  Hughes  is  the  president-elect 
of  this  national  organization.  And  the  three  of  us  are  from  San 
Francisco  General.   To  have  three  people  from  one  organization 
serve  on  a  national  association  that's  only  maybe  eight  years  old 
itself  is  really  something.   So  clearly,  we  have  a  reputation;  we 
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have  our  model.   Our  words,  our  articles,  have  gone  forward  across 
the  nation,  and  we  are  recognized  for  what  we've  done. 

I  think  the  epidemic  has  really  contributed  to  nursing  by 
adding  some  issues  that  might  never  have  come  up,  things  around 
homophobia,  things  around  infection  control.   Your  personal  values 
come  under  attack.   Are  you  going  to  take  care  of  the  prostitute? 
Are  you  going  to  take  care  of  the  IV  drug  user?   Are  you  going  to 
take  care  of  the  gay  man  who  is  middle  class,  and  the  same  as  you 
or  me?  How  do  you  address  all  those  issues,  how  do  you  deal  with 
your  values,  and  how  do  you  truly  give  nonjudgmental  excellent 
care? 

So  I  think  HIV  has  really  taught  a  lot.   An  oncology 
patient,  you  don't  typically  see  this  population  of  people--! 
mean,  oncology  has  such  a  wide  spectrum  of  patients.   But  with  HIV 
it  very,  very  clearly  was  the  gay  population  and  IV-drug  using 
population,  a  sexually  active  population.   So  it  really  called 
into  question  a  lot  of  things.   The  fact  that  so  many  nurses  have 
stepped  up  to  the  plate  and  done  a  really  good  job  speaks  well  of 
nursing.   Could  have  spoken  better  of  nursing,  but  I  think  clearly 
what  we've  come  up  with  are  good  role  models  for  nurses  across  the 
spectrum.   AIDS  nurses  really  have  made  their  mark  throughout  the 
United  States  —  throughout  the  world,  really. 

Diane  Jones  is  very  active  in  the  Japanese  nurses  community. 
She  has  made  contacts  with  Japanese  nurses,  has  served  on  panels 
for  many  of  their  programs.   She  just  went  to  the  women's 
conference  in  Beijing,  and  I  think  on  her  way  made  contact  with 
other  nurses  and  with  people  involved  in  AIDS  care.   So  it's  just 
amazing  to  watch  Diane  pick  up  this  international  aspect  of  AIDS 
nursing. 

When  we've  been  at  the  international  AIDS  conferences  in 
Europe,  the  association  has  gathered  together  groups  of  nurses 
from  the  Netherlands,  France,  England,  and  put  together  panels. 
So  there's  an  extraordinary  capacity  for  AIDS  nurses  to  see  beyond 
northern  California.   It's  nationwide  and  in  some  cases  it's  very, 
very  international.   So  there  have  been  really  phenomenal  things 
done  by  AIDS  nurses. 

Hughes:   Well,  Gayling,  I  think  we  should  stop,  but  I  should  first  give  you 
a  chance  to  say  anything  more  that  you  want  to  say. 

Gee:     I  sit  back  every  once  in  a  while  and  I  think,  You  have  had  such  an 
incredible  opportunity  to  be  at  such  a  critical  point  in  history. 
I  have  authors  come  and  ask  me  questions  about  regular,  ordinary 
things  that  I  did  that  I  didn't  think  anything  of  back  then.   Who 
knew  that  we  were  making  history? 
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We  would  always  joke  in  the  clinic,  "Oh,  well,  in  the  movie 
version  of  Ward  86,  who's  going  to  play--"   It  was  kind  of  joking, 
but  people  want  to  know  what  it  was  like.   There's  a  lot  of 
historical  value  to  what  we  did  because  it  was  such  a  unique  time 
in  history.   I  can't  tell  you  how  amazing  and  how  good  it's  been 
to  be  a  part  of  that  history,  and  despite  the  negative  aspects  of 
it,  to  have  felt  like  I've  contributed  positively  to  it.   On  the 
way,  you  truly  learned  a  lot  about  yourself.   You  really  did. 

Hughes:   Very  eloquent.   I  thank  you. 
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INTERVIEW  HISTORY--Grace  Lusby 


Grace  Lusby  was  interviewed  for  the  AIDS  nurses  oral  history  series 
because  of  her  service  in  the  early  years  of  the  epidemic  as  resident 
expert  on  infection  control  issues  in  AIDS  at  San  Francisco  General 
Hospital.   Unlike  some  interviewed  for  this  series,  Lusby  did  not  seek  out 
AIDS  work.   Rather,  she  saw  the  need  for  infection  control  procedures  in  a 
fatal  disease  which  inspired  fear  of  contagion  among  hospital  workers  and 
in  the  outside  community.   Grace  had  the  right  background  for  the  job.   She 
had  arrived  at  the  General  in  1969  as  its  first  infection  control 
practitioner  and  had  struggled  to  find  ways  to  teach  and  maintain  infection 
control  measures  throughout  the  hospital.   When  the  AIDS  epidemic  was 
identified  in  San  Francisco  in  1981,  Lusby  knew  which  infection  control 
policies  worked  and  which  didn't  and  could  more  readily  target  the  specific 
problems  that  the  disease  presented  for  infection  control.   For  example, 
was  it  necessary  to  glove  when  dealing  with  AIDS  patients  and  run  the  risk 
of  increasing  their  sense  of  ostracism?   She  tells  in  the  oral  history  of 
the  sometimes  competing  roles  of  three  different  infection  control 
committees  at  San  Francisco  General  and  at  UCSF,  hinting  at  the  politics 
and  personalities  involved.   She  was  intent  on  setting  the  historical 
record  straight  that  the  infection  control  committee  at  San  Francisco 
General  established  guidelines  for  AIDS  before  the  UCSF  Task  Force  on  AIDS 
chaired  by  Dr.  Merle  Sande.   (The  reader  may  wish  to  compare  her  account 
with  that  of  Sande  in  his  oral  history  in  the  Bancroft  Library  series.) 

It  may  be  a  surprise  to  learn  in  this  volume  how  central  infection 
control—and  consequently  Grace  Lusby--was  to  early  AIDS  activities  at  San 
Francisco  General.   As  a  member  of  the  infection  control  committee,  she 
took  part  in  establishing  infection  precautions  for  the  new  syndrome,  and 
then  found  it  her  responsibility  to  enforce  them.   As  she  states  in  the 
oral  history,  her  premise  was  to  find  a  way  to  practice  safety  precautions 
without  jeopardizing  the  delivery  of  appropriate  patient  care.   It  was  not 
an  easy  balance  to  maintain  in  the  early  days  when  fear  and  stigma  were 
rife. 

Infection  control  precautions  had  always  been  notoriously  hard  to 
enforce  routinely  and  across  the  board.   Lusby  did  her  best  to  spread  the 
doctrine  both  inside  and  beyond  the  hospital  through  formal  and  informal 
presentations,  ward  visits,  and  speaking  engagements  at  community 
organizations.   Her  audiences  were  most  interested  in  what  she  had  to  say 
about  AIDS,  but  she  insisted  that  the  safety  guidelines  apply  to  other 
infections  as  well.   Her  responsibilities  were  not  only  exhausting  but  she 
was  also  a  target  of  people's  ambivalence  and  sensitivities  about  AIDS  and 
those  sick  with  it.   When  asked  whether  she  minded  being  known  as  the 
infection  control  practitioner  who  was  an  expert  on  AIDS,  she  responded: 

No,  I  didn't  mind  being  the  expert  on  AIDS,  except  that  I 
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didn't  feel  like  I  was  as  much  of  an  expert  as  a  lot  of  people 
thought  I  was.   But  I  felt  like  1  had  good  information  to  give, 
so  I  felt  in  a  sense  comfortable  with  that  role.   But  what  I 
didn't  like  was  the  fact  that  other  people  weren't  joining  in 
and  also  becoming  teachers. 

And  I  understand  why,  because  I  knew  how  stressful  it  was  to 
always  be  the  one  that  was  getting  yelled  at  and  terrible 
things  said  to  them  and  so  on,  because  they  didn't  like  what 
you  were  saying... 


The  Oral  History  Process 

Two  interviews  were  conducted  at  Lusby's  home  in  Oakland  in  January 
1996.   She  admitted  to  having  been  reluctant  until  shortly  before  the 
interviews  to  review  her  career  at  San  Francisco  General  because  of  job 
burnout,  largely  due  to  her  experience  in  the  AIDS  epidemic.   Once  decided, 
however,  she  participated  in  the  interviews  with  customary  spirit  and 
engagement.   She  returned  the  lightly  edited  transcripts  with  a  few 
changes,  and  included  a  number  of  original  documents  related  to  infection 
control  in  the  early  AIDS  epidemic.   A  few  of  these  documents  are 
reproduced  in  the  appendix;  all  are  available  for  research  at  the  AIDS 
History  Project,  Special  Collections,  UCSF  Library. 

This  oral  history  provides  a  firsthand  account  of  infection  control 
practices  at  the  outset  of  the  AIDS  epidemic  and  in  so  doing  fills  in  a 
largely  neglected  aspect  of  the  medical  and  nursing  response  to  its 
appearance  in  San  Francisco.   Confident  but  never  arrogant  about  her 
expertise,  always  aware  that  the  patient  was  the  bottom  line  in  any 
hospital  protocol,  Lusby  accepted  her  role  in  infection  control  for  the 
early  San  Francisco  epidemic  as  necessary,  important,  rarely  easy,  but  not 
without  its  personal  satisfactions.   "It  felt  like  I  was  actually  doing 
something  that  helped  out,"  she  commented,  "and  that  was  very  seductive." 
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INTERVIEW  WITH  GRACE  LUSBY 


I   EDUCATION  AND  EARLY  CAREER 

[Interview  1:   January  17,  1996 ]##' 

[Ms.  Lusby's  home  in  Oakland,  California] 


Education 


Hughes:   Grace,  please  tell  me  where  you  were  born  and  educated,  and  the 

outline  of  your  career  until  the  time  that  you  became  aware  of  the 
AIDS  epidemic. 

Lusby:    Well,  I  was  born  in  1935  in  Huntington  Park,  California,  and  grew 
up  in  the  town  of  Inglewood,  and  got  my  bachelor's  degree  in 
education  at  UCLA  [1957].   I  taught  elementary  school  for  about 
three  years,  1957-1960,  and  decided,  no,  that  isn't  what  I  wanted 
to  do  with  my  life.   So  I  went  back  to  school  and  got  a  bachelor's 
degree  with  my  nursing  training  [1964].   I  got  the  training  in  San 
Francisco  [UCSF] ,  and  then  have  worked  in  the  San  Francisco  area 
ever  since.   I  got  my  master's  degree  in  Nursing  here  at  UCSF 
[1968]  . 


ended. 


#  This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or 
A  guide  to  the  tapes  follows  the  transcript. 
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II  INFECTION  CONTROL  COORDINATOR,  SAN  FRANCISCO  GENERAL  HOSPITAL, 
1969-1992 


Arrival  as  the  First  Infection  Control  Practitioner 


Lusby:    I  started  working  at  San  Francisco  General  in  1969  as  an  infection 
control  practitioner,  after  having  done  a  little  private  duty 
nursing  [1967-1969],  and  some  open-heart  surgery  cases,  special 
cases,  and  so  on. 

When  I  came  into  the  job  at  San  Francisco  General  [SFGH] , 
I'd  had  an  accident.   I  had  been  bicycling,  and  I  hit  a  rut  and 
went  over  the  edge  of  the  side  of  the  road  and  down  a  ravine  fifty 
feet  and  broke  my  ribs  and  collarbone.   I  couldn't  lift,  so  1 
couldn't  actually  take  care  of  patients  at  that  point.   So  I  had 
to  find  some  way  to  make  a  living,  and  I  heard  from  this  former 
instructor  of  mine  that  there  was  a  position  open  at  San  Francisco 
General  for  the  first  ever  infection  control  nurse  at  San 
Francisco  General.   It  was  actually  the  second  ever  in  San 
Francisco,  and  the  third  ever  in  the  Bay  Area. 

Hughes:   What  year  was  this? 
Lusby:    It  was  1969. 

Hughes:   Do  you  know  what  prompted  the  hospital  to  think  it  needed  an 
infection  control  person? 

Lusby:    That's  a  good  question.   The  two  people,  I  think,  in  the  hospital 
who  were  responsible  for  a  lot  of  the  work  on  it  were  Dr.  Keith 
Hadley,  who  was  chief  of  microbiology  and  also  chairman  of  the 
infection  control  committee  they  had  started  because  of  concerns 
about  infections.   I  think  CDC  [Centers  for  Disease  Control]1  had 
started  being  interested  in  that  subject,  and  there  had  been  a  few 
programs  elsewhere  in  the  country,  in  Chicago  and  some  other 
places.   So  there  were  a  handful  of  people  doing  this  work,  and 


Now  the  Centers  for  Disease  Control  and  Prevention. 


79 


Hughes : 
Lusby : 


Hughes ; 
Lusby: 


they  were  beginning  to  look  at  the  costs  for  medical  care  for 
infections  acquired  in  the  hospital,  and  what  could  they  do  about 
that.   They  had  just  begun  a  training  program  back  at  CDC  in 
Atlanta.   Dr.  Hadley  and  Dr.  Moses  Grossman,  who  was  dean  of  the 
School  of  Medicine's  branch  at  San  Francisco  General,  were  the 
two,  I  think,  who  were  interested  in  promoting  this. 

They,  in  their  first  year  of  the  committee,  developed  the 
position,  and  they  copied  the  position  after  the  one  at  Stanford, 
which  was  the  first  in  the  Bay  Area,  which  had  been  in  existence 
for  about  three  years.   So  then  I  applied  for  the  job,  because  I 
heard  about  it,  and  was  the  one  out  of  four  people  who  got  it.   I 
think  my  teaching  background  had  partly  been  what  had  gotten  me 
the  job,  and  I  think  they  were  looking  for  someone  with  a  master's 
degree . 

Education  of  hospital  staff  was  a  big  part  of  the  job? 

Yes,  in  fact,  they  had  to  pick  out  a  civil  service  classification 
that  would  be  right  for  it.   So  the  one  that  was  closest  sounding 
to  what  they  wanted  was  Instructor  of  Nursing.   When  San  Francisco 
General  used  to  have  a  nursing  school,  they  did  have  instructors. 
Of  course,  nursing  wouldn't  be  what  I  was  teaching,  but  it  was  the 
closest  in  terms  of  requirements  for  the  position  and  so  on. 

How  did  you  learn  the  ropes? 

Well,  I  didn't  know  anything  except  what  I  had  learned,  like 
everybody  else  did,  in  nursing  school. 


The  CDC  Course  in  Infection  Control:  Hospital  Infection 
Surveillance,  Control  and  Prevention 


Lusby:   The  dean's  office  related  to  UCSF  had  some  limited  monies  for 

sending  people  away  for  educational  experiences,  and  they  paid  my 
way  to  Centers  for  Disease  Control  in  Atlanta,  which  was  giving  a 
beginning  course,  a  ten-day  course.   I  think  they  called  it 
surveillance  and  prevention  of  nosocomial  infections,  which  is 
hospital-acquired  infections. 

So  they  sent  me  back  there,  and  I  got  my  training  maybe 
about  three  months  after  I  got  into  the  position.   It  taught  me 
how  to  go  out  and  look  for  the  problems,  and  then  some  techniques 
in  trying  to  resolve  the  problems.   So  you  wanted  to  identify 
problems,  and  then  you  wanted  to  look  for  solutions.   It  was  a 
problem-solving  approach.   And  it's  good  to  have  some  type  of  a 


80 


medical  background;  it  helps  you  in  doing  the  work.   Someone  who 
is  not  a  medically  oriented  person  would  really  be  lost  in  knowing 
how  to  communicate  in  the  field. 

Hughes:   Were  your  classmates  of  similar  background? 

Lusby:   Yes.   I  would  say  about  95  percent  of  people—maybe  that's  not 
true  today,  but  it  was  at  least  ten  years  ago—who  were  in 
infection  control  positions  have  a  background  of  nursing.   The 
other  5  percent  are  either  doctors  or  medical  technicians  or 
something  of  that  sort,  laboratory  techs.   Sometimes  environmental 
people  also. 

Hughes:   Was  that  an  exhaustive  course?   Were  you  really  fit  for  what  faced 
you? 

Lusby:    Well,  it  was  the  best  anybody  had  to  offer  at  the  time.   They 
tried  to  give  you  the  principles  that  were  known,  but  the 
principles  in  those  days--I  used  to  say  that  infection  control  was 
95  percent  mythology  [laughs]  and  5  percent  science.   Because  most 
of  the  time-honored  infection  control  practices  were  things  that 
just  traditionally  everybody  thought  made  sense.   It  just  made 
sense  that  when  you  isolated  people,  they  wouldn't  spread  diseases 
as  well,  and  a  lot  of  techniques  had  developed  around  how  to 
prevent  that  spread. 

As  time  has  gone  on,  there  have  been  many  people  in  academic 
settings  who  have  done  studies  in  which  they  really  researched 
that,  and  they've  discovered  that  some  of  our  time-honored  beliefs 
in  infection  control  don't  work  at  all.   They're  sort  of  a  myth. 
So  there  really  is  a  lot  of  mythology  to  it.   But  as  time  has  gone 
on,  I  think  we  have  more  science  in  the  field  now  than  we  used  to. 


Early  Activities 


Hughes:   Well,  what  happened  when  you  finally  got  down  to  the  real  job  at 
San  Francisco  General?  What  indeed  were  you  doing  in  those  early 
years? 

Lusby:    In  the  early  years?  Well,  one  of  the  things  I  had  to  do  was  go 

around  and  find  out  if  there  were  patients  in  the  hospital  who  had 
hospital-acquired  infections.   And  of  course,  that  meant  you  had 
to  have  a  definition  of  what  was  an  infection,  and  then  you  had  to 
look  at  timing.   Does  it  have  an  incubation  period  or  does  it  not? 
When  did  the  first  signs  of  infection  happen?  Did  it  happen  long 
enough  after  they  got  into  the  hospital  that  you  could  say 
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something  that  happened  in  the  hospital  had  an  impact  on  whether 
or  not  they  got  infected? 

Of  course,  any  time  you  do  surgery  or  any  intrusive 
procedure  in  which  something  goes  into  the  body,  you  have  an 
opening  now  that  is  not  normally  there,  and  so  the  techniques  that 
you  use  in  caring  for  those  sites,  and  for  any  of  the  other 
instrumentation  that  you  use,  become  important.   In  the  old  days- 
old  days!   [laughs] --the  urinary  catheters  were  red  rubber  tubes 
that  people  just  kind  of  flushed  water  through  and  hoped  you  got 
all  the  calcifications  and  other  things  out  of  them.   Then  you  put 
them  in  a  sterilizer  and  cooked  them  up  with  all  their  lime 
deposits  and  everything  else  in  them.   As  a  result,  people  had  so 
many  urinary  tract  infections,  and  when  they  went  to  disposable 
products  that  were  only  one-time  use,  or  one-patient  use,  they 
were  able  to  significantly  impact  on  urinary  tract  infections.   It 
was  the  same  with  the  surgical  gloves  they  used  in  the  operating 
room.   They  just  washed  them  out  and  checked  for  holes  and 
resterilized  them. 

Hughes:   They  were  still  doing  that  in  the  sixties? 

Lusby:    At  the  time  I  went  to  San  Francisco  General,  yes,  they  were  still 
doing  that.   A  lot  of  those  things  of  the  type  I'm  talking  about, 
that  made  a  big  impact  on  infection  rates,  happened  in  the  early 
seventies . 

My  job  was  to  find  out  who  these  people  were  who  got 
hospital  infections,  to  document  them,  to  prove  to  the  doctors  on 
the  infection  control  committee--they  were  all  doctors  at  that 
time  —  that  it  really  was  a  hospital-acquired  infection.   As  one 
surgeon  said  to  me  in  those  early  days,  "You  know,  we  didn't  have 
any  hospital-acquired  infections  until  you  came  here."   [laughter] 
Of  course,  he  said  it  a  little  tongue-in-cheek;  he  realized  what 
he  was  saying. 

Of  course,  the  real  challenge  is,  what  are  you  going  to  do 
about  it?  And  there  are  some  things  you  can  do,  and  some  things 
are  easier  than  others.   Some  of  the  problems  are  that  when 
patients  get  very,  very  sick,  they're  very  susceptible.   If  they 
are  healthy,  with  good  immune  systems,  and  with  not  a  lot  of 
surgeries  and  other  things  happening  to  them,  they  will  never  get 
that  particular  infection.   But  because  they're  debilitated,  their 
immune  system  isn't  working  very  well,  their  nutrition  may  not  be 
good,  whatever  the  reasons,  they're  more  susceptible.   So  some 
infection  is  almost  unavoidable,  so  we  tend  to  think  that  maybe  50 
percent  of  the  hospital-acquired  infections  could  be  prevented, 
not  100  percent.   That's  probably  a  more  reasonable  expectation. 
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III   THE  AIDS  EPIDEMIC 


Recognizing  A  New  Disease 


Two  Cases  of  Pneumocystis  Pneumonia 


Hughes:   When  did  you  become  aware  that  there  was  something  going  on  that 
was  later  to  be  called  AIDS? 

Lusby:    Well,  it  was  in  March  of  1981  that  I  became  aware  of  it.   I  had 
noticed  that  there  was  a  patient  in  one  of  the  ICUs  [intensive 
care  units]  who  was  quite  sick  with  a  pneumonia  that  he  couldn't 
seem  to  get  over,  and  nobody  knew  how  to  treat  it.   He  wasn't 
getting  better.   Finally,  it  was  diagnosed  as  Pneumocystis  carinii 
pneumonia.   I  had  seen  that  in  the  guidebooks  from  CDC.   I  looked 
it  up,  and  it  was  a  disease  that  only  people  with  a  compromised 
immune  system  got.   I  thought,  Well,  that's  funny.   He  doesn't 
have  any  history  of  other  illnesses.   And  I  couldn't  figure  it 
out,  so  I  scratched  my  head  a  little  bit. 

Then  we  had  a  second  patient  like  that,  same  thing.   And  I 
couldn't  figure  that  one  out,  so  I  called  my  colleagues  over  at 
UCSF  and  other  places  in  town,  Mount  Zion  and  Kaiser  and  some  of 
the  other  hospitals,  and  I  said,  "Have  you  seen  anything  like 
this?"   "Well,  we  had  one  person  like  that."   You  know,  if  you  see 
one  person,  you  don't  think  any  more  about  it.   But  when  you  begin 
to  recognize  there's  a  whole  cluster  of  people  like  that,  that  you 
can't  explain  why  they  have  a  disease  of  that  sort,  then  you  begin 
to  really  wonder. 

So  I  started  calling  the  health  department;  I  asked  our 
infectious  disease  people.   I  guess  it  was  our  infectious  disease 
doctor,  John  Mills,  who  told  me  that  there  had  been  a  write-up  in 
the  reports  from  Centers  for  Disease  Control  about  an  unusual 
occurrence  of  this  sort  that  was  cropping  up,  and  people  were 
getting  infections  that  lingered,  and  they  didn't  get  over  them. 
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Because  a  lot  of  these  infections,  if  you  do  get  them,  you  get 
over  them  if  you  have  a  good  immune  system.   So  we  began  to 
realize  that  there  were  things  on  the  East  Coast1  that  were 
happening,  and  that  was  just  really  the  first  that  we  saw  of  it, 
the  two  pneumonias  that  died. 

You  saw  those  two  pneumonia  cases  after  the  report  had  come  out  in 
the  CDC  publication? 

I  hadn't  seen  it,  or  I  hadn't  noticed  it.   They  didn't  call  it 
AIDS  yet. 

But  what  I'm  getting  at  is  do  you  think  you  saw  those  cases  only 
after-- 

I  recognized  it  before  anybody  told  me  anything  about  anything 
else  ever  happening.   Because  I  kept  being  the  inquisitive  person 
that  a  problem-solver  has  to  be.  [laughs]  I  wanted  to  know,  Why 
did  this  person  have  this  disease?  Because  it  had  been  listed  in 
the  recommendations  for  what  kind  of  isolation  techniques  you  use, 
which  is  nothing  with  Pneumocystis  pneumonia,  because  people  with 
a  normal  immune  system  don't  get  it.   So  what's  wrong  with  this 
guy? 


Well,  that  CDC  report  on  PCP  came  out  in  June, 
you  began  to  see  the  cases  before  that? 


'81.   Do  you  think 


I  think  I  saw  them  in  March,  '81.   But  you  see,  they  were  already 
seeing  something  of  this  sort  on  the  East  Coast.   I  think  they 
were  maybe,  what,  two  or  three  years  ahead  of  us. 

Then  what  happened? 

Well,  then  pretty  soon,  other  people,  like  one  of  the  head  nurses, 
Tony  Quierchigrossa,  started  to  notice  it  in  the  Respiratory  1C 
Unit  where  this  had  happened,  and  he  asked  me  about  it.   I  guess 
they'd  seen  us  scratching  our  heads  and  talking.   The  initial 
article  I  saw  from  CDC  was  not  the  one  that  you're  mentioning --in 
June,  did  you  say? 

Yes,  June  '81. 

No,  it  was  some  time  before  that,  and  I  think  it  had  to  do  with 
cytomegalovirus.   So  I  got  that  article  and  showed  it  to  them 


1  Lusby  is  correct  that  Pneumocystis  was  being  seen  on  the  East  Coast 
at  this  time,  in  gay  men  in  New  York  City.   But  the  first  MMWR  on  the  new 
form  of  Pneumocystis  reported  cases  located  in  Los  Angeles. 


[Tony  Quierchigrossa  and  staff],  because  that's  my  job  as  an 
educator,  to  make  information  available.   So  we  just  began  to 
notice  more  and  more  cases,  and  as  people  began  to  hear  us  talking 
about  it  in  the  hospital,  and  as  we  were  talking  between 
hospitals,  in  other  hospitals,  we  were  beginning  to  hear  about 
more  and  more  cases. 


Perception  as  a  "Gay"  Disease 
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I  can't  tell  you  very  well  the  exact  sequence  of  what  happened, 
but  I  know  that  there  came  a  point  at  which  I  knew  that  there  was 
more  to  it  than  just  Pneumocystis  pneumonia.   It  seemed  to  follow 
the  pattern  of  something  acquired  by  blood  contact. 


Not  sexual  contact? 
gay  men? 


Were  these  cases  that  you  were  seeing  only  in 


In  San  Francisco,  yes.   I  think  in  New  York,  they  were  already 
seeing  some  IV  drug  users.   And  of  course,  you  know  in  many  cases, 
the  gay  man  and  the  IV  drug  user  are  the  same  person. 

Yes,  I  realize  that. 

But  you  see,  they  also  realized  that  there  had  been  a  case  in  a 
female  doctor  in  Africa,  a  doctor  from  Denmark  working  in  Africa. 
She  had  come  down  with  it,  and  there  was  some  transmission  there. 
That  was  not  a  gay-man' s-disease  issue.   So  even  from  the 
beginning,  in  the  circles  that  knew  about  those  early  cases,  they 
were  aware  that  the  new  disease  was  not  just  in  gay  men. 


You  thought  that  way  yourself? 
disease? 


You  didn't  think  of  this  as  a  gay 


I  was  aware  that  the  first  two  men  at  San  Francisco  General  were 
gay.   And  I  have  to  confess  to  you  that  when  I  was  pushed  to  give 
a  class—people  always  wanted  continuing  education  credits,  so  I 
was  giving  classes--!  thought,  All  right,  I  will  give  it  about 
this  pneumonia  that  everybody  is  curious  about.   And  so  I  decided 
to  entice  people  to  come  to  the  class;  I  entitled  the  class  "Gay 
Pneumonia. " 

Well,  I  heard  immediately  from  one  of  our  infectious  disease 
doctors,  Connie  Wofsy,  who  went  on  to  found  the  women's  AIDS 
group,  AWARE  [Association  for  Women's  AIDS  Research  and 
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Education].1  She  said,  "Grace,  don't  do  that.   This  is  not  'gay'; 
this  is  not  funny.   People  die  of  this.   Don't  call  it  'gay' 
pneumonia.'"   I  never  did  again. 

But  that  really  impressed  me  with  the  seriousness  of  the 
disease.   She  didn't  really  say  to  me,  "This  is  not  a  gay  man's 
disease."   She  was  offended  by  that  terminology--"gay"--to  apply 
to  a  serious  disease  that  kills  people. 

Hughes:   Yes,  I  see  the  distinction. 

Lusby:   Well,  it  was  too  late  to  withdraw  the  title,  so  I  gave  the  class. 
But  I  just  never  did  it  again. 

Hughes:   What  year  was  that,  do  you  remember? 

Lusby:    That  was  in  '81.   Probably  the  summer.  [August  3,  1981] 

Hughes:   Was  it  a  lecture? 

Lusby:    I  don't  even  remember.   I  think  I  didn't  give  it;  1  think  I  asked 
someone  else  to  talk  about  Pneumocystis ,  because  I  didn't  know 
anything  about  it.   And  I  don't  even  remember  who  it  was  [Connie 
Wofsy] .  There  were  classes  that  I  gave,  but  quite  often  I  just 
simply  got  someone  that  I  thought  was  an  expert  on  the  subject  to 
give  the  class. 

Hughes:   Why  did  you  see  arranging  a  class  as  your  responsibility? 

Lusby:   Well,  there  was  pressure  on  me  to  give  continuing  education 

classes  for  nursing.   So  I  tried  to  do  it  within  the  general  area 
of  my  field.   The  one  caveat  that  I  could  add  from  an  infection 
control  point  of  view  is  that  this  is  a  disease  that's  only  gotten 
by  people  with  a  deficient  immune  system,  and  that  people  with 
healthy  immune  systems  don't  get  it. 


1  For  more  on  AWARE,  see  the  oral  history  with  Constance  B.  Wofsy, 
M.D.   San  Francisco  AIDS  Oral  History  Project:  The  Medical  Response,  1981- 
1984.   An  oral  history  conducted  by  Sally  Smith  Hughes,  Ph.D.,  recorded  in 
1994,  Regional  Oral  History  Office,  Bancroft  Library,  University  of 
California,  Berkeley.   Hereafter,  UCB  AIDS  physicians  series. 
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Formulating  Guidelines  for  Infection  Control 


The  First  CDC  Guidelines 


Hughes:   Where  had  you  gotten  that  information? 

Lusby:    CDC.   There  had  been  pressure  on  CDC  to  put  out  guidelines  for 
isolation  of  transmittable  infections  of  all  kinds  in  the 
hospital.   The  CDC  didn't  want  to  do  it,  because  they  realized 
that  there  were  many  points  of  view  on  how  to  do  things,  and 
infectious  disease  specialists  didn't  all  agree.   And  I  think  they 
also  didn't  want  the--in  quotes--"responsibility, "  the  legal 
responsibility,  for  being  absolutely  correct.   So  they  put  it  out 
as  guidelines,  but  you  make  your  own  decision,  and  the  idea  was 
legally  that,  if  you  wanted  to  differ  from  CDC,  basically  you  had 
to  substantiate  your  case  for  why  you  wanted  to  do  something 
different. 

Hughes:   A  Morbidity  and  Mortality  Weekly  Report--a  CDC  bulletin—came  out 
sometime  late  in  1982, '  which  was,  as  far  as  I  know,  the  first 
time  the  CDC  said  anything  official  about  infection  control  in 
AIDS. 

Lusby:   Well,  contrary  to  what  a  lot  of  people  think,  Pneumocystis  is  not 
an  AIDS  diagnosis.   In  San  Francisco,  it  almost  always  is.   But 
Pneumocystis  has  existed  for  a  long  time.   So  it  was  one  of  the 
diseases  that  was  listed  in,  I  think,  the  initial  guide  that  CDC 
put  out,  and  it's  not  the  MMVR.2  It's  a  separate  publication  that 
they  made  in  about  the  mid-seventies  for  hospital  infection 
control  programs,  recommending  what  kind  of  isolation  to  use  for 
what  diseases.   They  included  things,  such  as  Pneumocystis,  in 
which  they  made  the  comment  that  this  only  happens  to  people  who 
have  deficient  immune  systems,  and  that  no  special  precautions  are 
needed  other  than  hand -washing.   So  I  said  that  in  this  class. 
And  that's  all  I  knew,  or  most  any  of  us  knew,  in  the  beginning. 
The  earlier  CDC  Isolation  Guidelines  were  set  up  to  use  either  of 
two  systems:  one,  disease  specif ic--listing  precautions  by 
disease,  or  two,  category  specif ic--such  as  wound  isolation, 
respiratory  isolation,  blood  isolation,  et  cetera. 


1  Acquired  immune  deficiency  syndrome  (AIDS):  Precautions  for  clinical 
and  laboratory  staffs.  MMWR  1982,  31:577-580  (November  5,  1982). 

2  "Hospital  Isolation  Techniques"  [complete  reference  not  available]. 
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Selma  Dritz's  Role 


Lusby:    I  think  it  was  really  Selma  Dritz  at  the  San  Francisco  Health 
Department,  in  terms  of  our  local  people,  who  had  the  most 
information  in  San  Francisco  on  the  development  from  a  public 
health  point  of  view,  because  she  began  to  coordinate  her 
information  about  reported  diseases.1  Of  course,  AIDS  wasn't  a 
reportable  disease  then,  but  she  was  also  looking  at  the  increase 
in  STDs  [sexually  transmitted  diseases]  in  the  gay  community.   She 
already  was  seeing  that  in  about  '76.   Somewhere  in  there  was  when 
she  was  noticing  drastic  changes  in  the  incidence  of  STDs  in  the 
gay  community.   So  she  had  her  whole  line  of  information  that 
she'd  pieced  together  quite  well. 

She's  highly  admired  for  the  work  that  she's  done  in  trying 
to  piece  it  together,  what  was  happening  in  terms  of  behaviors  and 
so  on,  that  were  really  outside  the  scope  of  hospital  infection 
control,  but  were  definitely  public  health  issues. 

Hughes:   Were  you  in  touch  with  her? 

Lusby:    I  had  known  her  ever  since  I  came  to  San  Francisco  General, 

because  she  was  our  contact  at  the  health  department.   If  we  had 
an  outbreak  of,  say,  staphylococcus  infections  in  the  nursery- 
something  that  needed  to  be  reported  or  looked  into  that  was 
special,  then  we  always  had  to  call  Selma.   Sometimes  Selma  would 
come  out  to  the  hospital  and  walk  through  the  whole  situation  and 
do  her  own  variety  of  problem-solving  and  then  give  her  words  of 
wisdom  to  everybody  there.   So  we  had  some  contact  with  her 
occasionally;  we  didn't  have  to  call  her  all  that  often.   So  I 
already  knew  her,  so  that  wasn't  new  to  be  dealing  with  her.   I 
had  not,  however,  known  all  this  work  that  she'd  been  doing  in  the 
seventies.   I  didn't  hear  about  that  until  later. 

Hughes:   Did  the  epidemic  bring  you  into  more  contact  with  her? 

Lusby:    Oh,  definitely,  yes.   Well,  I  had  more  contact  all  the  time  with 
the  health  department,  because  I  was  calling,  "Help!   Help!   Can 
you  answer  this  question?"  Also  the  health  department  started  its 
own  AIDS  task  force.   Everybody  had  a  task  force,  and  they  started 
up  theirs,  I  don't  remember  exactly  when.   My  first  papers  that  I 
could  find  on  it  are  1983,  but  there  may  have  been  something 
before  that. 


1  See  the  oral  history  with  Selma  K.  Dritz,  M.D.,  in  the  UCB  AIDS 
physicians  series. 
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AIDS  Task  Forces  in  San  Francisco 


Hughes:   Which  one  were  you  on? 

Lusby:    I  was  on  the  city  AIDS  task  force  [Mayor's  Advisory  Committee  on 
AIDS],  I  was  on  the  UCSF  AIDS  Task  Force,  and  I  was  on  the 
California  State  Health  Department  AIDS  task  force,  representing 
infection  control  practitioners  of  California  [California 
Association  for  Practitioners  of  Infection  Control] . 

Hughes:   You  mean  the  UCSF  AIDS  task  force  headed  by  Merle  Sande1? 
Lusby:    That's  the  one.   That's  an  ad-hoc  group. 
Hughes:   It  is? 

Lusby:    Well,  let  me  give  you  my  bias  here.   [laughter]   When  it  comes  to 
accreditation  of  hospitals,  the  infection  control  committee  of 
that  hospital,  and  only  the  infection  control  committee  of  that 
hospital,  is  responsible  for  setting  policy  on  infection  control. 
When  the  chancellor  started  the  UCSF  AIDS  task  force,  at  the 
behest  of  Merle  Sande  I'm  sure,  it  was  an  ad-hoc  committee  that 
included  all  the  campuses  locally.   So  it  included  San  Francisco 
General,  UCSF,  and  VA  Hospital,  and  ultimately  Mount  Zion,  when 
they  became  a  part  of  the  system. 

So  that  was  actually  an  ad-hoc  committee  which  got  probably 
more  publicity  than  anything  else,  because  they  published  in  the 
New  England  Journal  of  Medicine2  and  all  of  that,  and  took  claims 
for  a  lot  of  things  that  everybody  else  did.   We  published  our 
infection  control  guidelines  before  that  task  force  ever  happened. 
Ours  were  published  in  1982.  (Published  doesn't  mean  in  a  journal; 
it  means  approved  and  disseminated  at  General).3 


1  For  Sande "s  view  on  infection  control  and  other  subjects,  see  his 
oral  history  in  the  UCB  AIDS  physicians  series. 

2  John  Conte  and  members  of  the  UCSF  AIDS  Task  Force.   Infection 
control  guidelines  for  patients  with  the  Acquired  Immune  Deficiency 
Syndrome  (AIDS).   New  England  Journal  of  Medicine  1983,  309:740-744. 

3  These  included:  July  30,  1982,  preliminary  policy;  December  15, 

1982,  additional  precautions  to  AIDS  with  lung  involvement;  January  4, 

1983,  needle  precautions;  January  19,  1983,  needle  exposures  to  AIDS;  March 
16,  1983,  outpatient  department  guidelines;  April  22,  1983,  labeling 
specimens. 
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Hughes:   Who's  "our"? 

Lusby:    San  Francisco  General.   I  had  said,  "I've  got  to  start  teaching 
classes,  because  there  are  too  many  questions,  and  there's  too 
much  going  on,  and  the  few  people  who  know  about  this  disease  are 
getting  very  nervous.   I  need  a  policy  to  work  from."   I  could 
teach  them  about  what  it  said  in  the  infection  control  manual 
about  Pneumocystis  carinii  pneumonia.   But  once  people  knew  the 
word  AIDS,  I  needed  to  be  able  to  talk  about  that. 


Teaching  Infection  Control  for  AIDS 


Lusby:    So  ultimately,  the  infection  control  committee,  after  much  hand- 
wringing,  put  together  a  policy  that  was  all-encompassing  of  the 
various  different  disease  entities  that  we  were  most  commonly 
seeing  in  AIDS  patients.   Tuberculosis,  CMV  [cytomegalovirus] ,  and 
a  few  other  things  were  included.   Those  were  all  lumped  together, 
and  I  taught  that  as  a  package.   I  didn't  teach  general  classes  to 
everybody  who'd  never  heard  of  AIDS  before;  I  approached  it  from 
the  standpoint,  which  is  what  I  prefer  to  do  with  teaching  anyway, 
as  those  who  have  a  reason  to  want  to  know  this  now,  because  it 
impacts  what  they  do  today,  those  are  the  people  who  are  ready  to 
learn.   Let's  get  out  there  and  talk  to  those  people. 

So  I  quite  often  did  teaching  on  the  wards  and  on  all 
shifts.   The  minute  somebody  got  a  case,  I'd  be  up  there,  and  I'd 
tell  the  head  nurse,  "We've  got  to  talk  about  this." 

Hughes:   How  long  would  the  instruction  last? 

Lusby:   Well,  this  was  always  while  people  were  on  duty,  so  there  were 

always  people  running  in  and  out,  answering  lights  and  doing  other 
things  of  that  sort.   It's  hard  to  teach  under  those 
circumstances,  so  you  made  it  short,  to  the  point.   And  if  people 
asked  for  a  repeat,  you'd  repeat. 

Hughes:   Where  were  you  getting  your  guidelines? 

Lusby:    Infection  control  committee.   The  infection  control  committee  put 
together  a  package  of  guidelines  for  Pneumocystis.   I  don't 
remember  if  we  included  CMV  in  the  very  first  one. 
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Infection  Control  Committees,  San  Francisco  General  Hospital  and 

UCSF 


Hughes:   Now,  when  you  say  infection  control  committee,  are  you  talking  now 
about  Sande's  committee? 

Lusby:    No,  I'm  talking  about  San  Francisco  General's  infection  control 

committee,  chaired  by  Keith  Hadley  and  Mary  Anne  Johnson.   While  I 
was  at  San  Francisco  General,  the  chairman  was  appointed  by  the 
chief  of  staff  of  the  Medical  Executive  Committee. 

Hughes:   Was  that  Sande? 

Lusby:    No,  whoever  had  been  elected  by  the  medical  executive  committee  of 
the  hospital  to  be  their  chairman  that  year.  Sande  was  the  chief 
of  the  Department  of  Medicine,  not  chief  of  staff.  And  then,  with 
the  input  of  the  infection  control  committees,  the  chief  of  staff 
would  appoint  the  various  members  of  the  committee.   The  by-laws 
in  those  early  days  stated  that  voting  members  of  the  infection 
control  committee  had  to  be  M.D.'s.   Certain  other  people  could  be 
ad-hoc  members. 

Hughes:   But  nonvoting. 

Lusby:    I  was  an  ad-hoc  member  without  a  vote  until  about  1985. 


Lusby:   The  infection  control  committee  is  made  up  of  whomever  the 

committee  chairman  and  the  chief  of  staff  decide  between  them  is 
going  to  be  on  it,  and  it  was  mainly  representatives  from  the 
major  medical  services:  someone  from  hospital  administration, 
someone  from  nursing,  usually  someone  from  the  O.K.  [operating 
room],  myself.   My  boss,  Keith  Hadley,  M.D. ,  the  chairman  of  the 
committee,  was  a  lab  person  himself  [Chief  of  Microbiology],  so 
they  didn't  have  a  separate  lab  representative.   But  they  tried  to 
include  the  major  departments  where  you  needed  to  have  input  about 
infection  control.   At  one  time,  we  had  also  a  representative  from 
the  intern  staff,  house  staff.   Different  years  it  was  different 
compositions. 

Hughes:   Then  what  about  John  Conte's  committee  on  Parnassus? 

Lusby:    Well,  Conte  was  chairman  of  UCSF's  infection  control  committee, 
and  1  don't  know  what  their  bylaws  said  about  membership,  so  I 
can't  tell  you  that.   But  the  point  here  that  you  should  take  from 
this  is  that  it's  individual  to  the  individual  hospital.   They  set 
up  their  own  committees,  and  hospitals  sometimes  have  infection 


91 


control  committees  that  are  hospital-based  committees.   In  other 
words,  it  comes  out  of  administration,  as  opposed  to  the  medical 
staff.   But  I  think  with  the  university  system  involved,  this  is  a 
much  more  heavily  university-influenced  system,  whereas  private 
hospitals,  community  hospitals,  you  don't  have  a  cohesive 
university  force  behind  you,  so  the  medical  staff  is  of  a  little 
different  composition,  because  it's  not  necessarily  a  teaching 
staff. 

Hughes:   Well,  what  was  the  relationship,  if  any,  between  those  two 
committees? 

Lusby:   Not  a  lot.   It  was  possible  to  meet  over  a  particular  subject  that 
came  up--such  as  precautions  for  methicillin-resistant  staph 
aureus  infections—on  which  they  felt  they  needed  some  cohesive 
policy  discussions,  because  after  all,  the  doctors  rotated  between 
hospitals,  and  so  it  was  very  hard,  as  you  can  imagine,  to  work 
under  one  set  of  policies  at  one  hospital,  and  go  to  another 
hospital  and  have  to  adjust  to  their  way  of  doing  things.   You 
might  only  be  a  couple  of  months,  three  months,  at  one  place  and 
then  back  again  at  the  first  hospital.   So  there  sometimes  was  a 
need  for  that.   But  by  and  large,  the  two  committees  didn't  have 
any  relationship  to  each  other,  until  Merle  Sande  decided  he 
wanted  to  start  up  this  AIDS  task  force  that  would  be  a 
universitywide  committee  and  include  all  of  the  campuses. 

Hughes:   Do  you  know  what  his  motive  was? 

Lusby:   Well,  he  was  chief  of  medicine,  and  I  think  he  saw  this  as  his 

department's  need.   After  all,  these  AIDS  patients  were  primarily 
medical  patients.   They  were  going  to  be  the  patients  he  was  going 
to  be  seeing.   He  had  as  one  of  his  goals  to  set  up  an  AIDS  unit. 
One  way  to  do  all  of  this  is  to  do  a  lot  of  networking  within  your 
own  system,  but  he  also  needed  some  support,  I'm  sure,  from  the 
overall  university  community.   I'm  guessing  that  part. 

Anyway,  he  went  to  the  chancellor  with  the  idea  for  an  AIDS 
task  force.   Of  course,  as  you  well  know,  anybody  in  a  university 
system  is  always  trying  to  make  a  name  for  themselves,  [laughs] 
and  he  saw  an  early  opportunity.   So  I  guess  that's  the  other  part 
of  it.   If  somebody  else  had  been  in  that  position,  they'd  have 
probably  done  the  same  thing,  since  San  Francisco  General  was  one 
of  the  places  that  had  quite  a  few  of  the  cases.   Probably  more  so 
than  UCSF,  I  think,  just  because  of  the  nature  of  the  difference 
in  the  hospitals,  I  guess. 

Also,  I  guess  it  evolved  over  time  that  they  wanted  to 
develop  guidelines  that  could  be  communicated  between  UCSF  and  San 
Francisco  General.   I  thought  it  was  a  great  idea,  because  we  in 
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infection  control  nurse  groups  had  always  longed  for  a  cohesive 
policy  between  hospitals,  because  our  infection  control  policies 
were  different.   The  isolation  policies  were  different  between 
hospitals.   And  so  that  made  it  extra  hard  to  teach  people  what 
you  wanted  them  to  do.   We'd  talked  about  doing  classes  for  each 
other  at  different  hospitals,  and  trying  to  link  some  things 
together,  get  some  common  ground  at  least. 

So  when  this  happened,  I  thought,  Yippee!   [laughter] 
That's  a  good  idea.   I  didn't  know  whether  the  AIDS  unit  was  a 
good  idea,  but  I  thought  the  idea  of  getting  together  and 
combining  our  efforts  was.   And  it  was  in  many  ways  a  good  idea, 
because  people  from  all  of  the  hospitals  got  together  and 
discussed  many  different  aspects  far  more  than  most  infection 
control  committees  would  have  discussed  them,  to  the  point  of  even 
getting  into  the  issues  about,  Will  you  resuscitate  someone  with 
AIDS  or  not? 


Debating  the  Guidelines 


Resuscitation 


Lusby:    That  was  a  fascinating  set  of  discussions,  because  ultimately,  we 
invited  in,  over  some  protests  of  some  members,  a  medical 
ethicist,  Alfred  Jonson,  to  discuss  with  us.   It  turned  out  to  be 
really  an  interesting  experience,  because  he  talked  about,  What 
are  the  ethics  of  our  society?  What  do  you  put  in  writing  and 
what  don't  you  put  in  writing  about  resuscitation?  And,  How  do 
you  deal  with  someone  who's  terminally  ill  but  needs  to  be 
resuscitated?  And  we  discussed  rather  openly  things  that  doctors 
have  often  called  "slow  resuscitation,"  the  ninety-six-year-old 
that  you  do  a  resuscitation  on,  but  you  just  do  it  slowly.   But 
you  see,  these  patients  were  young  people.   Nobody  has  trouble 
when  it's  an  old  person.   But  when  it's  a  young  person,  it's  real 
different. 

Hughes:   Wasn't  fear  of  the  disease  an  element  as  well? 
Lusby:    Absolutely. 
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Hughes : 


Lusby : 


Hughes 
Lusby: 


The  newspapers  picked  up  on  that.   UC  guidelines  stated  that 
people  are  not  obliged  to  resuscitate  if  there  is  no  equipment  to 
prevent  mouth-to-mouth  contact.1  Do  you  remember  that  issue? 

Yes,  I  do.   Some  of  the  discussion  that  went  on  was  about  risks. 
Given  the  fact  that  it  had  not  been  determined  that  AIDS  was 
transmissible  by  saliva,  the  argument  against  that  compulsory 
resuscitation  was,  "Yes,  but  if  somebody  stops  breathing,  one  of 
the  things  that  might  happen  to  a  person  in  this  process  is  they 
may  have  a  seizure,  they  may  bite  their  tongue,  there  may  be 
blood,  and  now  you  have  blood  contact."   So  all  of  those  things 
came  in,  and  it  was  really  not  a  very  easy  discussion  to  have. 

One  of  my  goals  was  to  make  sure  that  anybody  needing  to  do 
a  resuscitation  had  the  equipment  they  needed  so  that  they  could 
do  it  safely.   For  example,  in  a  hospital,  you  always  have 
resuscitation  equipment.   Therefore,  there  should  not  be  a  reason 
to  not  have  what  you  need  to  protect  yourself  when  you  resuscitate 
people  in  the  hospital.   But  when  many  of  the  medically  oriented 
people  in  our  hospital—nurses  and  other  kinds  of  technicians, 
doctors- -were  going  to  be  on  the  medical  emergency  team  for  a 
demonstration,  parade,  whatever,  that  was  going  to  have  people 
with  AIDS  in  it,  and  they  anticipated  the  possibility  that  they 
may  have  to  do  resuscitations,  I  went  to  their  meetings  and 
discussed  with  them  what  they  could  take  for  use  out  in  the  field. 

My  objective  was  to  protect  people  so  that  they  could  do  the 
resuscitation,  because  my  feeling  always  has  been,  you  don't 
determine  whether  or  not  you  give  service  to  someone  because  of 
infection  control  reasons.   You  find  a  way  to  do  infection  control 
in  the  context  of  the  care  that  needs  to  be  given.   That  was  my 
whole  premise. 


What  was  the  tenor  of  these  meetings?  Were  they  contentious? 


But 


Well,  everybody  kept  their  voices  below  a  scream.   [laughter] 
you  could  very  clearly  see  differences  in  attitudes,  sense  of 
responsibility,  obligation,  and  such.   People  defended  the  idea 
that  there  are  many  situations  in  which  you  do  not  really  do  a 
proper  resuscitation  for  reasons  that  have  to  do  with  terminal 
illness,  age,  whatever;  that  that's  been  done  for  ages  and  ages 
and  ages,  and  that  there's  nothing  new  about  that.   They  felt  that 
it  was  perfectly  justified  to  not  resuscitate  anybody  under 
certain  circumstances.   In  fact,  I  think  there  were  probably  some 
people  who  felt  you  shouldn't  even  make  an  effort  to  resuscitate, 


1  David  Perlman.   New  safeguards  urged  in  AIDS  emergencies, 
Francisco  Chronicle,  September  26,  1983,  p.  8. 
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even  with  the  right  equipment.   Part  of  the  discussion  was,  How 
much  of  that  do  you  put  in  writing? 

Hughes:   Was  the  discussion  tinged  by  homophobia  or  prejudice:   "Why  should 
we  waste  our  time  with  this  sort  of  patient?" 

Lusby:    "They  brought  it  on  themselves." 
Hughes:   Did  you  hear  that  kind  of  comment? 

Lusby:    Not  in  that  meeting,  but  the  tone  in  voices  suggested  it.   Yes,  I 
heard  a  lot  of  that  in  many  other  places.   My  argument  has  always 
been,  "Look  at  the  diseases  people  die  of,  and  tell  me  how  many  of 
them  can  you  name  that  people  didn't  in  some  way  bring  on 
themselves."   There  are  quite  a  few.   The  question  really  isn't 
whether  or  not  people  bring  on  their  diseases.   Health  care 
regularly  treats  people  who  have  contributed  to  their  poor  health 
by  overeating,  smoking,  drinking,  et  cetera.   But  with  AIDS,  the 
people  getting  it  are  mostly,  but  not  entirely,  disenfranchised 
groups:  gay  men,  IV  drug  users,  societies'  unsanctioned  sexual 
contacts.   It  just  happens  that  in  San  Francisco,  it  started  with 
gay  men.   It  took  a  very  long  time  to  realize  that  it  was  also 
heterosexuals. 

Hughes:   Can  you  remember  when  and  why? 

Lusby:    Well,  I  can't  say  just  when,  but  I  think  as  early  as  '83,  one  of 
the  shakers  and  movers,  Merle  Sande  in  San  Francisco  General, 
realized  that  it  was  a  heterosexual  disease  when  we  got  a  patient 
who  did  not  appear  to  have  any  risk  factors,  and  that  he  was  the 
only  straight  man  on  an  otherwise  gay  ward.   The  particular  doctor 
that  was  involved  in  his  care  seemed  to  be  a  little  shocked  by  it. 
And  at  about  the  same  time,  we  were  beginning  to  realize  that 
prostitutes  had  it  as  well.   Those  two  facts  came  to  Sande 's 
realization,  and  all  of  a  sudden  he  became  concerned. 


Cases  of  Transfusion  AIDS 


Hughes:   Remember  the  Rh-negative  baby  that  was  transfused  several  times  at 
UCSF?  When  Selma  Dritz  and  Art  Ammann,  the  pediatric 
immunologist,  investigated,  they  found  that  yes,  indeed,  one  of 
the  donors,  since  donating,  had  come  down  and  in  fact  died  of 
AIDS.   This  indicated  that  the  disease  was  blood-transmissible. 
Therefore  it  was  likely  that  it  was  viral.   That  was  December  of 
1982. 
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Lusby:    I  don't  remember  dates.   I  remember  the  case.   There  was  also  a 
woman,  who  was  one  of  the  San  Francisco  General  patients,  who  I 
believe  had  five  children.   She  was  a  prostitute.   The  first 
was  maybe  eight  years  old  when  all  this  happened,  and  that  child 
did  not  have  AIDS.   But  her  subsequent  four,  conceived  during  the 
AIDS  period,  all  died  of  AIDS  before  she  died.   I  think  those  four 
children  were  seen  at  UCSF.1 

Hughes:   When  you  hear  a  history  like  that,  what  do  you  think  about 

etiology?   At  that  time,  some  people  suspected  that  it  had  to  be 
an  infectious  agent,  but  there  were  a  lot  of  other  theories  about 
possible  cause  floating  around- -poppers  and-- 

Lusby:   Yes,  there  was  a  lot  of  talk  about  poppers.   Well,  the  cases  more 
confirmed  what  I  had  been  hearing,  that  they  thought  it  was  a 
blood-borne  disease.   Blood-borne  diseases  are  almost  always  also 
sexually  transmitted  diseases,  and  hepatitis  B  is  your  primary 
example  of  both  sorts  of  transmission. 

Hughes:   Hepatitis  B  is  the  model  that  is  first  put  forward  for  AIDS 
infection  control  guidelines. 


The  Hepatitis  B  Model 


Lusby: 

Hughes : 
Lusby: 


Yes.   Well,  the  easiest  way  to  think  about  what  AIDS  guidelines 
were  was  to  think  about  hepatitis  B,  and  the  precautions  you  would 
take  for  hepatitis  B  are  the  things  you  were  supposed  to  do  for 
AIDS. 

People  knew  what  to  do  for  hepatitis  B? 

Well,  they  did  and  they  didn't.   If  a  disease  doesn't  seem  to  be 
very  dangerous,  you  don't  get  very  excited  about  it.   What  they 
don't  realize  is  that  there  are  a  lot  of  people  who  do  die  of 
hepatitis  B,  and  if  they  don't  die  from  it  acutely,  they  may  go  on 
and  get  chronic  hepatitis  and  die  of  liver  deterioration  years 
later. 

One  of  the  things  that  was  happening  with  my  boss  and  myself 
was  that  we  actually  saw  this  epidemic  as  an  opportunity  to  teach 
better  infection  control.  That's  an  ugly  idea.  We  wouldn't  have 
wished  the  disease  on  anybody,  but  being  there,  it  was  a  way  of 


1  For  discussion  of  these  cases,  see  the  oral  history  with  Arthur 
Ammann,  M.D.,  in  the  UCB  AIDS  physicians  series. 
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Hughes : 

Lusby : 
Hughes : 
Lusby: 


Hughes : 
Lusby: 


Hughes : 
Lusby: 
Hughes : 
Lusby: 


getting  people's  attention  to  listen  to  infection  control 
measures.   And  initially,  we  felt  very  strongly  that  this  was  a 
good  opportunity  for  us  to  do  infection  control  teaching.   So  a 
lot  of  my  work  was  focused  around  AIDS,  partly  because  of  the 
scariness  of  the  disease—people  wanted  to  know—but  also  it  was  a 
great  chance  to  do  teaching.   So  we  used  it. 

Well,  you  told  me  on  the  phone  that  there  were  administrative 
problems  in  getting  the  infection  control  program  started. 

With  the  AIDS  unit? 

Was  that  what  you  were  referring  to? 

Well,  there  was  hesitance  in  the  beginning  to  write  anything  down. 
I  don't  even  think  we  called  it  "AIDS  precautions."   We  called  it 
something  else;  I  can't  remember.1   [laughs]   Before  AIDS  was  the 
in  word.   Anyway,  people  were  reluctant  to  put  that  down  in 
writing.   It  took  a  lot  of  goading  on  my  part  to  get  people  to 
agree  to  write  it  up. 

Why  were  they  reluctant? 

Probably  their  lack  of  knowledge.   Everybody  felt  insecure  about 
writing  something  down,  and  then  it  was  later  found  to  be  a 
mistake.   You  have  to  be  responsible  for  what  you  do,  and 
sometimes  you  do  nothing  because  you're  afraid  to  do  something. 
But  it  was  real  clear,  I  think,  to  everybody  that  we  were  getting 
so  many  cases,  that  they  just  couldn't  keep  putting  it  off.   I 
wish  they'd  had  infection  control  guidelines  six  months  before 
they  did,  but  it  took  over  a  year  to  have  them. 

You're  referring  now  to-- 

The  policy. 

--the  UCSF  task  force? 


No.   I'm  talking  about  San  Francisco  General. 
Force,  under  Merle  Sande,  didn't  exist. 


The  UCSF  AIDS  Task 


1  "Isolation  Procedures  for  Patients  with  Kaposi's  sarcoma  and  other 
Gay  Immunodeficiency  Syndromes,"  30  July  1982. 
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Debating  Foundation  of  an  AIDS  Inpatient  Unit 


Lusby:    Then  a  proposal  came  from  Merle  Sande  to  have  a  separate  AIDS 

unit.   Let's  see,  how  could  I  put  this?  His  recommendations  did 
not  adhere  to  our  infection  control  committee's  concepts  of  how  to 
do  infection  control  for  AIDS.   We  had  already  published  our 
guidelines,  and  his  recommendations  were  not  consistent  with  our 
guidelines.   I  would  be  willing  to  bet  he  never  read  our 
guidelines,  or  even  knew  they  existed.   Because  the  whole  time  we 
met  at  those  committee  meetings  of  the  task  force,  he  always 
talked  about  how  he  had  written  San  Francisco  General's  infection 
control  guidelines.   He  never  did  get  it,  as  far  as  I  know.   The 
hospital  writes  its  own  guidelines.   UCSF  wrote  theirs;  VA  wrote 
theirs.   All  three  hospitals  had  their  own  policies  which  we 
agreed  to  say  were,  "consistent  with  the  UCSF  AIDS  Task  Force 
guidelines."   We  argued  over  the  language  until  it  fit  the  three 
hospital  policies. 

So,  whatever  we  discussed  in  the  committee,  and  whatever 
came  out  in  that  task  force's  publication,  we  felt  we  could  live 
with  it.   We  hashed  it  until  we  could  live  with  it.   But  the 
actual  wordings  of  San  Francisco  General's,  the  VA's  and  UCSF's 
policies  didn't  quite  sound  exactly  the  same.   They  were  more  or 
less,  but  not  exactly. 

Sande  wanted  the  AIDS  unit  to  be  physically  removed  from  the 
rest  of  the  hospital,  like  on  a  separate  unit,  at  one  end  of 
another  unit.   He  wanted  only  one  door  to  leave  or  to  enter,  and  I 
said,  "Fire  department  won't  allow  that."  And  then  he  wanted  a 
sink  set  up  inside  the  door  where  everybody  would  wash  their  hands 
and  put  on  their  gowns  and  go  into  the  rooms  and  take  care  of  the 
patients,  who  would  have  individual  rooms.   I  said,  "When  do  you 
wash  your  hands  between  patients?"  Which  doctors  hate  to  do. 
[laughter]   I  said,  "You  have  to  protect  the  guy  who  doesn't  have 
CMV  from  the  guy  who  does  have  CMV.   There  are  various  things  we 
need  to  protect  people  from.   Hand-washing  is  part  of  the 
infection  control  policies  of  this  hospital,  Doctor."   So  he 
wasn't  real  happy  about  that,  but  our  committee  met  separate  from 
him  and  discussed  it  at  length,  and  wrote  it  up.  [tape 
interruption] 

Lusby:   A  February  7,  1983  memo1  from  the  co-chairmen  of  the  infection 

control  committee  at  San  Francisco  General,  Drs.  Keith  Hadley  and 


1  AIDS  History  Project  Archives,  Special  Collections,  UCSF  Library, 
Ward  86  papers,  carton  5,  folder:  infection  control,  various  documents, 
1983. 
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Mary  Anne  Johnson,  and  myself,  Grace  Lusby,  to  the  hospital 
administrator,  Geoffrey  N.  Lang,  discusses  the  reasons  that  we  had 
for  establishing  a  central  AIDS  unit,  and  then  goes  on  to  say 
what  our  various  requirements  would  be,  what  we  needed,  what  we 
didn't  need,  our  opinion.   It  is  a  little  bit  different  from  the 
original  proposal,  because  we  felt  the  physical  setting  needed  to 
be  a  little  different  than  what  was  proposed  by  Dr.  Sande. 

Hughes:   That's  what  I  wanted  to  get  at.   So  the  infection  control 

committee  said,  "These  are  the  changes  we  want  in  Dr.  Sande 's 
proposal. " 

Lusby:    You  see,  the  infection  control  committee  has  responsibility  for 
infection  control  policies,  so  that  was  the  reason  for  them 
meeting  separately  from  anybody  else  outside  that  committee.   Dr. 
Sande  was  annoyed  at  not  being  included. 

Hughes:   Did  Sande  acknowledge  that  the  infection  control  committee  was  the 
authority? 

Lusby:    I  never  heard  him  acknowledge  that. 

Hughes:   Did  he  think  that  his  committee  could  make  policy  for  infection 
control? 

Lusby:    I  believe  that  he  believed  that.   We  did  not  agree  on  a  UCSF  AIDS 
Task  Force  statement  that  we  thought  was  inconsistent  and 
incompatible  with  our  own  policies.   And  I  never  had  the  feeling 
that  he  ever  realized  that  we  already  had  a  policy.   In  fact,  I 
tried  to  talk  to  him  about  it  once,  and  it  went  over  like,  "What 
are  you  talking  about?"   [laughs] 

But  what  I'm  trying  to  say  is  what  he  did  was  very  good  in 
that  it  got  the  three  hospitals  together  and  talking,  which  was 
absolutely  essential.  That  was  a  really  good  move. 


Differences  in  Infection  Control  Policies  at  SFGH  and  UCSF 


Hughes:   How  much  in  touch  were  you  with  what  was  going  on  before  that  on 
the  UCSF  campus? 

Lusby:    Almost  nothing.   I  knew  that  they  were  working  on  their  own 
infection  control  policy,  and  I  think  their  policy  came  out 
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roughly  the  same  time  ours  did;  within  a  month  the  two  came  out.1 
But  they  were  developed  independently,  and  they  weren't  worded  the 
same,  and  there  were  some  slight  variations.   But  the  variations 
had  less  to  do  with  actual  precautions  than  they  had  to  do  with 
the  fact  that  we  tried  to  more  comprehensively  include  all  of  the 
diseases  that  we  were  commonly  seeing  in  AIDS  patients,  including 
TB  and  other  things.   So  our  precautions  were  set  up  around 
precautioning  for  TB  until  we  ruled  that  out,  whereas  I  don't 
think  UC's  original  policy  had  that. 

There  was  also  a  discussion  that  happened  at  San  Francisco 
General,  that  I  don't  believe  happened  at  UCSF,  with  regards  to 
some  concern  that  some  of  the  health  care  professionals  at  San 
Francisco  General  could  possibly  be  also  at  risk.   There  were 
quite  a  few  gay  men  who  were  either  doctors  or  nurses  or  other 
types  of  workers.   So  there  was  some  concern  with  things  such  as 
Pneumocystis ,  for  example,  which  we  normally  had  said,  "This  is 
not  communicable  in  the  hospital.   You  don't  have  to  do 
precautions  other  than  hand-washing."   There  was  some  concern, 
maybe  could  this  be  airborne?   We  didn't  know.   And  could  people 
working  in  our  hospital  possibly  have  already  problematic  immune 
systems  that  we  had  no  way  of  knowing  about?   Because  we  didn't 
have  a  test  then,  you  know.   There  was  no  way  to  know  for  sure, 
until  you  started  having  symptoms.   So  could  these  people  be  at 
risk?   And  we  didn't  know  if  Pneumocystis  could  be  transmitted  by 
air. 

There  were  requests  on  the  part  of  some  of  the  doctors  who 
were  gay  that  they  wanted  to  be  able  to  wear  a  mask  when  they  went 
in  the  room  of  a  patient  with  AIDS.   So  we  had  some  language  that 
covered  that,  and  we  were  roundly  criticized  by  UC  for  not  being 
scientific.   We  were  looking  at  it  partly  from  not  knowing  how  the 
immune -compromised  got  Pneumocystis,  and  also  from  the  fact  that 
there  was  pressure  within  the  hospital.   We  figured  we  didn't  know 
enough  to  be  able  to  say,  "That  is  not  a  problem  for  immuno- 
compromised  employees." 

Hughes:   Pressure  from  within  the  hospital  from  the  gay  staff? 


1  The  ID/IC  Bulletin,  Infectious  Diseases  and  Infection  Control,  UCSF, 
of  October  1982  [vol.  2,  #3],  on  "Acquired  Immunodeficiency  Syndrome," 
contains  a  section  on  "Infection  Control  Aspects."  The  first  sentence 
reads:   "The  following  guidelines  were  derived  through  discussion  with 
members  of  the  U.C.S.F.  Kaposi's  sarcoma  clinic  and  personnel  caring  for 
the  patients  and  have  been  approved  by  the  infection  control  committee." 
(Marcus  A.  Conant.   Kaposi's  Sarcoma  Notebook,  3-12/1982,  Conant's 
dermatology  practice  office,  San  Francisco.) 
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Lusby:    Some  of  it  was  gay  staff.   The  more  difficult  problem  was  that 

there  were  people  who  weren't  at  risk  at  all,  most  likely  who  were 
just  afraid,  and  therefore  wanted  to  wear  masks.   Part  of  the 
criticism  for  our  putting  that  in  the  initial  policy,  which 
disappeared  in  the  next  writing,  was  that  that  meant  everybody 
could  wear  a  mask,  because  people  wanted  to  wear  masks  with  these 
patients . 

So  then  we  had  arguments  about  how  there  had  been  studies 
done  about  the  amount  of  care  being  given  to  patients  who  were  in 
isolation,  where  all  the  protective  garb  has  to  be  worn.   There 
had  been  some  time  and  motion  studies  done  on  care,  and 
significantly  less  time  is  spent  with  patients  in  isolation,  if 
you  take  all  factors  into  consideration.   So  the  argument  was  that 
people  who  knew  that  they  were  not  in  a  high-risk  group  did  not 
need  to  wear  a  mask,  and  should  not  be  wearing  a  mask,  so  that 
they  could  give  adequate  care. 

We  were  always  championing  the  patient.   You  felt  like  you 

had  to,  because  there  were  so  many  arguments  that  came  up  that 

would  in  one  way  or  another  chip  little  holes  into  the  quality  of 
care. 


Infection  Control  and  Patients'  Rights 


Hughes:   As  an  infection  control  person,  how  did  you  balance  infection 

control  and  the  rights  of  patients?  Did  you  feel  that  tension? 

Lusby:   Well,  yes,  because  people  put  that  tension  on  me,  so  if  I  didn't 

want  to  feel  it,  I  had  to  anyway.   But  my  attitude  was  —  and  I  used 
to  talk  about  this  a  lot  when  the  subject  would  come  up- -you  can 
do  a  lot  of  things  out  of  fear,  most  of  which  are  going  to  not  be 
useful.   Our  policies  were  written  to  take  into  consideration  the 
safety  of  patients,  employees,  and  visitors  alike. 

tt 

Lusby:    California  State  Hospital  Licensing  drew  up  a  list  of  common 
infection  control  practices  which  had  been  found  to  not  be 
effective,  and  encouraged  us  to  consider  dropping  them  from  our 
infection  control  procedures.   So  when  we  got  into  AIDS,  I  was 
already  in  a  mode  where  I  was  trying  to  get  the  infection  control 
policies  to  mimic  what  we  knew  worked,  and  discard  the  things  that 
had  been  shown  to  not  be  useful.   So  I  was  continuing  to  do  that 
with  AIDS.   That  was  the  argument  that  I  gave  to  people—well, 
they  just  wanted  to  do  it  anyway.   [laughs] 
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But  in  terms  of  how  I  dealt  with  it  inside,  it  was:  there 
are  so  many  unknowns  in  this  world  and  so  many  dangers.   It's 
dangerous  to  get  in  your  car  and  drive  on  the  freeway,  and  yet  we 
do  it  all  the  time.   So  you  can't  just  say,  "Well,  I'm  afraid, 
therefore  I'm  not  going  to  do  it." 

So  what  you  have  to  do  in  life  is  make  your  best  judgments 
and  your  best  guesses  based  on  information  you  have,  not  the 
information  you  don't  have.   So  our  recommendation  is  that  we  use 
the  information  that  we  know  works  and  discard  what  we  know 
doesn't  work—and  learn  to  live  with  the  fact  that  life  has  lots 
of  uncertainties. 

Hughes:   How  did  people  receive  that  message? 

Lusby:    Not  well.   I  guess  some  people  never  made  a  big  objection  in  the 
first  place,  heard  it  and  thought,  Yeah,  that  makes  sense  to  me. 
That's  how  they  live  their  lives.   But  the  people  who  had  the 
objections  in  the  beginning,  they  just  became  more  entrenched,  and 
I  became  the  bad  guy. 

Hughes:  How  did  you  handle  that? 

Lusby:  Oh,  I  don't  know.   Have  anxiety  attacks,  I  guess.   [laughs] 

Hughes:  Was  it  usually  pretty  obvious  when  somebody  felt  like  that? 

Lusby:  Oh,  yes. 

Hughes:  They'd  speak  out. 

Lusby:   Yes,  and  by  the  tone  in  the  voice  and  getting  up  and  leaving  the 
room.   They  did  some  pretty  demonstrative  things.   Made 
accusations. 

Hughes:   Had  you  experienced  this  kind  of  reaction  prior  to  AIDS? 

Lusby:   Well,  if  it  had  been  there,  people  hadn't  openly  expressed  it. 
I'm  guessing  that  the  level  of  fear  was  so  high  that--.   And  I 
don't  think  it's  just  level  of  fear.   I  think  it's  also  this  other 
factor,  which  came  out  as  time  went  on  more  and  more,  and  that  is, 
it's  one  thing  to  die  of  an  automobile  accident.   It's  another 
thing  to  die  of  something  like  AIDS,  and  that's  because  of  stigma. 
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Workmen's  Compensation 

Lusby:    I  taught  firemen  and  policemen  also,  and  one  of  the  firemen  said, 
"I'm  not  afraid  of  dying;  it's  just  I  don't  want  to  die  of  AIDS." 
And  the  thing  that  got  brought  out  over  and  over  again  about  those 
groups,  they  were  very  conscious  of  workmen's  compensation  issues, 
because  they  began  to  realize  what  a  lengthy,  expensive  illness  it 
was  —  and  the  newspapers  were  full  of  how  expensive  the  disease 
was--and  who's  going  to  pay  those  bills?  Who's  going  to  support 
the  wife  and  three  kids?   It  may  just  be  another  way  of  dealing 
with  one's  anxiety;  it's  something  tangible  you  can  focus  on. 

The  police  and  firemen  started  having  meetings  on  those 
issues,  about  how  they  could  get  coverage.   They  wanted  to  work  it 
into  their  contracts  with  the  city. 

Hughes:   Now,  was  that  an  issue  in  the  hospital  as  well? 
Lusby:    Some  doctors  raised  it. 


Protecting  the  Patient 


Hughes:   The  other  extreme  is  to  put  patients'  rights  above  your  own 

safety.   Because  of  the  ethos  of  5B  [the  AIDS  inpatient  unit],  did 
you  ever  encounter  people  so  concerned  that  a  patient  not  be 
treated  as  pariah  that  the  staff  person  actually  took  some  risks? 

Lusby:    I  think  I  saw  that  a  lot  on  the  AIDS  unit,  in  the  attitudes  about 
how  they  wanted  medical-type  people  who  came  onto  the  unit  to 
behave.   In  one  way  or  another,  they  let  those  people  know  what 
wasn't  appropriate  behavior. 

Hughes:   Give  me  some  examples. 

Lusby:    Someone  told  me  about  this:   I  don't  remember  what  the  doctor  was 
going  to  do.   I  think  he  was  just  going  to  touch  something  like 
clothing  or  paper  or  something  innocuous,  and  he  put  on  gloves  to 
do  it.   The  nurse  who  told  me  about  it  said  that  he  went  up  and 
ripped  the  gloves  off  the  guy's  hands.   He  said,  "Just  like  you  do 
in  the  OR  [operating  room]  when  they  contaminate  their  hands." 
[laughs]   And  to  me,  that  was  a  little  overdone.   I  wouldn't  have 
sanctioned  that. 

Hughes:   Did  you  say  anything  when  you  saw  people  using  deficient  infection 
control  procedures? 
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Lusby:    Part  of  my  job  was  from  time  to  time  to  go  around  and  look  at  how 
isolation  was  set  up.   Now,  this  is  across  the  board,  not  just 
AIDS.   I  would  correct  the  setup,  or  the  way  the  sign  was  marked 
on  the  door,  or  whatever.   One  particular  incident  I  remember 
concerned  a  patient  who  had  a  disease  that  was  not  contagious  and 
was  not  appropriate  for  masks,  but  they  had  set  him  up  with  masks. 
It  was  affecting  his  lungs,  so  the  logic  was,  if  it's  in  his 
lungs,  it  must  be  contagious,  and  I  might  get  it.   I  think  it  was 
toxoplasmosis,  which  you  get  exposed  to  all  the  time  if  you  clean 
out  your  cat's  litter  box. 

They  said,  "No.   This  is  in  the  lungs,  and  you  can't  take 
those  masks  away."   I  think  at  one  point,  I  had  taken  the  masks 
away.   I  couldn't  find  the  nurse  in  charge,  so  I  reset  it  up  and 
wrote  in  the  chart  what  had  happened.   So  this  nurse  shows  up  and 
has  an  absolute  fit.   Well,  it  wasn't  the  best  way  for  me  to 
handle  it.   It  would  have  been  better  for  me  to  handle  it- -and 
that's  what  I  usually  do--with  the  nurse  involved  with  that 
patient,  and  also  the  charge  nurse  who  would  be  involved  in 
instruction  with  other  people.   But  it  was  just  a  bad  situation. 
I  left  her  with  her  masks. 

Hughes:   Were  you  aware  of  episodes  in  the  hospital  in  which  patients  were 
neglected  because  the  staff  was  afraid? 

Lusby:    There  were  some  incidents,  yes,  and  I  don't  remember  much  detail 
about  it.   I  never  understood  quite  the  reasons  why  it  happened. 
The  one  case  that  I  do  know  about,  the  nurse's  aide  overreacted  to 
a  behavior  on  the  part  of  the  patient--or  that  seemed  to  be  what 
was  happening- -and  she  refused  to  go  in  the  room  ever  again.   But 
what  I  later  discovered  was,  it  was  a  person  who  was  very  badly 
blemished  with  Kaposi's,  and  at  some  point,  she  became  absolutely 
shocked  by  the  exposure  of  his  body  with  Kaposi's  lesions 
everywhere,  and  she  just  became  hysterical.   That's  the  one 
incident  that  I  know  something  about. 

But  I  have  heard  that  there  were  other  cases  where  the 
patients  just  didn't  get  taken  care  of.   Another  complaint  on  the 
part  of  the  patients  was,  they  would  be  admitted  to  a  room  that 
had  never  been  cleaned  up  after  the  last  patient  because  sometimes 
housekeeping  didn't  want  to  do  the  job. 

Hughes:   Well,  this  kind  of  patient  neglect  is  one  of  the  arguments  that's 
put  forward  for  the  foundation  of  a  central  AIDS  unit,  and  I  know 
you  were  involved  in  some  of  those  preliminary  plans.   You  said 
earlier  today  that  you  were  initially  opposed  to  such  a  unit.   Or 
did  I  misunderstand  you? 
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Lusby:    No,  I  don't  think  I  was  opposed  to  a  separate  unit  in  the 

hospital.   I  was  opposed  to  the  degree  of  isolation  that  was 
originally  proposed,  which  the  infection  control  committee  did  not 
accept.   The  infection  control  committee  set  up  the  unit  according 
to  their  guidelines,  like  any  other  place  in  the  hospital. 

There  was  a  day,  you  know,  when  they  used  to  have 
communicable  disease  wards  in  hospitals,  and  that  was  the  only 
place  that  communicable  diseases  were  in  the  hospital.   In  fact, 
the  first  time  I  ever  worked  at  San  Francisco  General,  as  a 
private  duty  nurse  many  years  before  [1967-1969],  they  did  have  a 
communicable  disease  ward,  but  that  had  gone  out  of  vogue  all  over 
the  country.   The  only  reason  that  San  Francisco  General  retained 
theirs  as  long  as  they  did  was  because  they  had  an  infectious 
disease  teaching  service,  and  they  had  all  their  patients  on  the 
same  ward.   It  was  for  the  convenience  of  the  teaching  service, 
not  for  communicable  disease  reasons.   That  had  gone  out  of  vogue 
a  long  time  ago,  because  there  are  a  lot  of  people  that  carry 
[infectious]  agents  that  you  don't  know  about  when  they  come  into 
the  hospital.   They  come  in  because  they  broke  their  leg,  not 
because  they  have  CMV. 

Hughes:  Well,  and  also  aren't  antibiotics  a  part  of  the  story  too?  The 
mistaken  idea  was--as  the  AIDS  epidemic  unfortunately  has  shown 
us--that  infectious  disease  was  controllable  and  perhaps  even  a 
thing  of  the  past. 

Lusby:    It's  not  true! 

Hughes:   I  know.   I  would  think  that  kind  of  philosophy  would  not  be  very 
supportive  of  having  an  isolation  unit. 


Fear 


Lusby:    Fear  supports  a  lot  of  things.   I  think  that  was  fear.   And  it  was 
also  an  expression  that  some  of  the  doctors  in  the  hospital,  I 
don't  know  by  name  who,  wanted  to  get  those  AIDS  patients  away, 
physically  away,  from  their  other  patients.  Much  more  so  than  if 
you  had  a  TB  patient.   You  didn't  have  as  much  concern  about  TB 
patients  as  you  had  about  AIDS,  which  is  pretty  interesting. 

Hughes:   Because  of  who  the  patients  were? 

Lusby:   For  whatever  all  the  reasons  were  why  people  were  so  afraid. 
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Hughes:   Was  one  of  the  reasons  for  the  support  of  a  special  AIDS  unit, 

"We  can  get  these  patients  out  of  all  the  different  wards  and  into 
one  location." 

Lusby:    It's  my  belief  that  that's  why  the  unit  was  initially  proposed. 

Hughes:   Really?   Rather  than  providing  specialized  care  for  patients  with 
a  very  different  disease? 

Lusby:   Well,  at  that  time,  you  have  to  remember,  nobody  really  knew  how 
to  take  care  of  these  people.   So  it  wasn't  like  you've  got  this 
real  specialty  that  you  have  now.   AIDS  medicine  is  a  real 
specialty  now,  but  it  wasn't  then.   They  were  mainly  diseases  that 
you  weren't  going  to  cure,  and  you're  just  going  to  do  mainly 
palliative  things.   So  it  wasn't  a  specialty-focused  plan, 
initially.   The  specialty  focus  was  from  a  nursing  perspective  and 
was  organized  by  nursing  to  provide  an  interdisciplinary  approach 
to  care.   The  original  proposal  came  from  medicine.   The  focus  and 
coordination  came  from  nursing. 

Hughes:   Well,  even  people  who  were  very  sympathetic  to  the  plight  of  these 
patients  weren't  necessarily  supportive,  initially,  anyway,  of  a 
special  unit. 

Lusby:   No.   Because  of  the  stigmatization,  I  think.   That's  my 

impression.   And  how  easy  it  would  be  to  just  have  these  people 
forgotten  over  there.   Out  of  sight,  out  of  mind. 


Power  Struggles 


Hughes:   You,  Hadley,  and  Johnson  signed  the  February  7,  1983  memo  which  is 
essentially  an  argument  from  the  standpoint  of  infection  control 
for  a  central  AIDS  unit,  what  eventually  becomes  5B.   Why  were  you 
prominent  in  that  argument? 

Lusby:   Right.   That's  hard  to  talk  about.   [laughs]   [telephone 

interruption]   Well,  I  think  the  reason  that  I  became  involved  as 
much  as  I  did  in  the  beginning  was,  partly  this  epidemic  was 
something  kind  of  new  for  us.   We  were  really  forging  new  ground 
in  infection  control  in  AIDS,  because  we  didn't  have  CDC 
guidelines  to  go  by.   I  was  the  one  who  was  going  to  really  be  out 
in  the  trenches  doing  the  work.   So  my  boss  tended  to  like  to  get 
me  involved. 

Hughes:   Who  was  your  boss? 
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Lusby:    Keith  Hadley--and  Mary  Anne  Johnson.   Anyway,  I  think  that  was 
part  of  it.   I  don't  want  to  talk  about  all  of  it.   [laughs] 

Hughes:   Well,  you  can  talk  about  it,  and  then  later  decide  to  take  it  out. 

Lusby:    Well,  going  back  to  your  question  about  why  did  I  think  that  Merle 
Sande  proposed  this  AIDS  unit  in  the  first  place:   without  saying 
it,  I  alluded  to  power  struggles.   I  think  there  was  a  power 
struggle  here,  too.   Merle  Sande  had  come  in  from  the  East  Coast 
not  long  before  this  [1980]  and  had  felt  that  he  was  involved  in 
quite  an  outstanding  infection  control  program  where  he  came  from. 
He  tended  to  treat  us  as  if  we  were  those  Western  plebes  and 
thought  he  was  going  to  show  us  how  to  do  infection  control. 
That's  my  opinion;  that  I  think  was  my  boss's  opinion;  we  all  felt 
that  way.   Dr.  Sande  wanted  to  do  it  differently  than  our  policy 
said,  and  it  was  sort  of  a  slap  in  the  face,  really,  to  say  that 
he  wanted  it  done  one  way,  and  he  was  going  to  completely  ignore 
the  fact  that  we  already  had  a  policy,  or  not  even  assume  that 
we'd  ever  even  thought  about  having  a  policy,  and  didn't  check  it 
out . 

So  I  think  my  boss  was  involved  in  a  power  struggle,  but  he 
saw  that  I  was  willing  to  go  to  bat  on  the  principles.  He  liked 
letting  me  go  to  bat.  Do  you  get  my  meaning? 

Hughes:   Yes,  I  do. 

Lusby:    [laughs]   He  could  step  back  and  say,  "Oh,  yeah."   But  if  I  was 

going  to  be  the  one  to  go  to  bat,  he  liked  having  me  on  that  memo. 
And  I  actually  wanted  to  be  there,  because  I  was  ready  to  go  to 
war  too.   Protecting  your  territory  is  what  it  amounted  to. 

Hughes:   Well,  you  mentioned  that  the  only  relevant  guidelines  pre-existing 
the  epidemic  were  in  relationship  to  the  policy  regarding 
Pneumocystis  pneumonia,  but  not  in  connection  with  AIDS.   So  there 
was  nothing  initially  for  you  to  go  on,  right? 

Lusby:    Right. 


Interactions  with  the  CDC 


Hughes:   The  CDC,  of  course,  was  quite  busy  investigating  the  disease, 
Lusby:    They  were  also  investigating  what  we  were  doing. 
Hughes:   In  what  way? 
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Lusby:    There  were  a  lot  of  discussions  back  and  forth  between  CDC  and  our 
hospital,  about  appropriate  precautions. 

Hughes:   Give  me  an  idea  of  what  was  being  said. 

Lusby:   We  wrote  ours  in,  I  think  it  was  July  1982,  and  they  came  out  with 
theirs  in  October  or  something  like  that. 

Hughes:   November  '82  is  when  the  MMWR  came  out  with  infection  control 
guidelines. 

Lusby:   Okay.   Ours  came  out  in  July.  And  UCSF's  as  well. 

Hughes:   Were  the  guidelines  that  you  put  out  in  July  influenced  in  any  way 
by  your  conversations  with  the  CDC? 

Lusby:    I  wasn't  the  one  who  had  the  conversations,  but  I  think  it  was 

everybody  touching  base  with  each  other  and  trying  to  come  to  some 
kind  of  understanding.   We  were  tapping  them  for  their  knowledge 
about  diseases.   They  were  tapping  us  for  our  experience  with  it, 
and  what  we  thought.   It  was  like  brainstorming.   And  so  we  put  it 
down  in  writing,  and  so  did  UCSF  within  a  month's  time,  and  then 
CDC  wrote  theirs,  and  they  were  almost  identical.   The  difference 
really  was  that  CDC  stuck,  purist  view,  to  the  blood  precaution 
concept.   They  didn't  incorporate  any  of  the  thinking  about  things 
like  tuberculosis.   But  we  were  seeing  a  need  to  include  the 
tuberculosis. 


Extending  the  Hepatitis  B  Precautions  Model 


Hughes:   Now,  when  you  say  blood  precautions,  is  that  the  same  as  saying 
hepatitis  B  precautions? 

Lusby:   Yes,  it's  like  hepatitis  B. 

Hughes:   I  was  struck  by  how  dominant  the  hepatitis  B  model  is  in  the  CDC's 
November  1982  publication. 

Lusby:    That's  what  we  used  for  AIDS  itself,  for  the  virus  itself.   CDC 
started,  as  you  know,  from  the  concept  of  how  AIDS  is 
transmitted,  and  from  that,  the  logical  conclusion  is  blood 
precautions.   And  the  precautions  that  everybody  by  far  and  away 
knows  the  most  about  and  are  the  most  prevalent  is  for  hepatitis 
B.   That's  the  model. 

Hughes:   But  your  approach  was  broader. 
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Lusby:    Yes.   And  it  caused  a  lot  of  confusion,  too.   It  was  good  and  it 
was  bad. 

Hughes:   Why  the  confusion? 

Lusby:   Well,  the  narrower  approach  was  about  the  virus.   The  broader 

approach  was  about  the  virus,  plus  the  diseases  that  people  get 
who  have  AIDS.   And  all  of  that  most  of  the  time  was  only 
important  if  you  had  other  immunosuppressed  people  around.   If  you 
didn't  have  other  immunosuppressed  people  around,  it  wouldn't  be 
important  to  take  a  more  comprehensive  view.   Except  for  the  TB, 
because  there  was  an  increase,  and  I'm  not  sure  that  we  knew  that 
there  was  going  to  be  a  big  increase  in  TB  at  that  time.   It  was 
probably  a  little  early  to  know  that. 

We  were  also  seeing  an  increase  in  TB  in  the  community  from 
veterans  returning  from  Vietnam  with  resistant  strains  of  TB,  as 
well  as  "boat  people",  refugees  from  Southeast  Asia  who  had 
reactivation  of  their  TB  due  to  malnutrition  in  the  refugee  camps. 
All  this  was  happening  in  the  late  1970s  and  early  1980s. 

Hughes:   But  you  were  seeing  TB  in  AIDS  patients,  right? 

Lusby:    Yes.   And  they  weren't  from  the  usual  communities  that  we  saw  TB 
in  in  San  Francisco.   The  usual  communities  would  be  in  poverty 
areas,  with  people  living  in  public  housing  and  places  where 
number  one,  their  health  care  wasn't  very  good,  and  number  two, 
the  opportunity  for  TB  to  be  spread  once  it  got  in  there  was 
rampant  because  of  the  crowded  conditions.   There  are  just  certain 
communities  that  it's  more  prevalent  in,  and  this  TB  was  not 
coming  from  those  communities.   So  that  alerted  us;  something's 
wrong  here. 

Hughes:   Is  TB  specifically  mentioned  in  your  guidelines? 

Lusby:    I  don't  remember  that  it  is,  which  may  be  part  of  the  confusion, 
because  you  do  mass  precautions  with  TB.   If  you  don't  know  what 
that's  for,  you  may  assume  that  it  is  for  the  AIDS  virus, 
Pneumocystis ,  all  these  things. 

Hughes:   So  you  found  people  wearing  masks  when  there  was  no  tuberculosis 
around? 

Lusby:    Right. 

Hughes:   It's  that  sort  of  confusion  that  you're  talking  about? 

Lusby:   That  was  the  down  side  of  doing  it  that  way. 
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Hughes:   In  November,  1982,  when  the  CDC  guidelines  came  out,  the  epidemic 
was  still  pretty  focused  in  three  places  in  this  country.   So  was 
the  CDC  writing  the  guidelines  for  hospital  staff  in  New  York,  Los 
Angeles,  and  San  Francisco? 

Lusby:   Miami. 

Hughes:   Yes.   New  Jersey  maybe.   The  CDC  knew  that  these  patients  were 
immunocompromised.   Why  did  they-- 

Lusby:    Why  were  their  guidelines  so  narrow? 
Hughes:   Yes. 

Lusby:    Well,  they're  narrow  in  all  of  the  CDC  guidelines.   Their 
guidelines  are  for  specific  disease  organisms:  TB,  CMV, 
Pneumocystis ,  et  cetera.   Each  had  their  own  guidelines. 

Hughes:   That's  their  policy? 

Lusby:    That's  the  way  they  do  it.   When  CDC  tell  you  what  the  precautions 
are,  they  mention  the  name  of  the  organism—virus  or  bacterium  or 
or  parasite,  whatever  it  is.   And  that's  just  the  form  that 
they've  always  used. 

Hughes:  For  legal  reasons?  Or  is  that  just  history? 

Lusby:  Well,  it's  history.   I'm  not  sure  about  legal. 

Hughes:  You  had  mentioned  earlier-- 

Lusby:  Concern  about  putting  out  guidelines? 

Hughes:  Yes. 

Lusby:    Well,  there's  also  sometimes  more  than  one  school  of  thought  on 

what  ought  to  be  done.   Why  do  they  want  to  stick  their  necks  out 
as  the  great  guru  who  knows  everything?  And  if  they're  wrong,  you 
get  to  sue  them,  and  why  do  they  want  to  be  sued? 

Hughes:   Were  they  basing  the  guidelines  on  the  various  epidemiological 
studies  that  they  were  doing? 

Lusby:   Yes,  it  was  largely  epidemiology,  in  that  case. 
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Lusby's  Epidemiology 


Hughes : 
Lusby : 

Hughes: 
Lusby: 

Hughes : 
Lusby: 


Now,  wasn't  that  different  from  what  you  were  doing? 

I  did  a  lot  of  epidemiology—in  the  parts  that  1  didn't  talk  very 
much  about,  which  is  the  problem- solving. 


But  it's  the  part 


Well,  talk  about  it.   [laughter] 

No,  it's  not  that  interesting  to  talk  about, 
that  I  love  the  most  about  the  job. 

I  want  to  get  a  flavor  of  it. 

Let's  see,  we  had  three  patients  on  a  neurosurgical  unit,  who  all 
had  violent  projectile  vomiting.   So  one  might  think,  Oh,  they've 
got  pressure  in  their  brain,  and  that  would  be  one  of  the 
immediate  conclusions.   But  they  weren't  people  who  had  a 
neurologic  problem  that  would  produce  that.   So  why  are  these 
people  doing  this  and  nobody  else  is  doing  it?   Did  they  eat 
something  different  than  everybody  else?   So  you're  looking  at 
food  poisoning. 

We  found  out  that  they  were  all  on  prepared  special  formulas 
from  the  kitchen.   Not  everybody  who  was  on  a  formula  from  the 
kitchen  got  sick,  but  these  three  people  did.  Well,  what  they  had 
in  common  was  a  high-protein  formula.   When  I  observed  how  they 
prepared  the  high-protein  formula,  what  I  discovered  is  that  the 
people  who  were  making  blenderized  formula  were  making  it  out  of 
actual  food.   About  two  months  before,  they  had  been  making  it  out 
of  raw  eggs  for  part  of  the  protein.   And  then  one  of  the 
dieticians  had  gone  to  a  conference,  and  she  heard  a  little 
lecture  on  Salmonella,  so  now  they  were  hard-boiling  the  eggs. 
[laughs] 

When  you  hard-boil  an  egg  you  have  to  get  the  shell  off, 
right?   So  somebody  has  to  handle  all  of  the  eggs.   So  I  took 
samples  of  all  the  different  foods  at  different  stages  of  the 
preparation.   What  I  found  was  that  the  outsides  of  the  whites  of 
the  eggs  had  enteric  bacteria,  stool  bacteria,  on  them.   So  it  was 
inadequate  hand-washing,  et  cetera. 

So  we  went  through  a  whole  procedure  and  developed  a  system 
for  handling  formula.   They  started  poaching  their  eggs  and  taking 
them  out  of  the  water  with  slotted  spoons.   That  was  the  solution. 
You  look  at  what  are  the  common  factors  for  those  affected 
patients  that  are  not  common  in  all  the  other  people  who  don't 
have  the  disease.   That's  epidemiology,  basically. 
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Hughes:   The  CDC  based  its  guidelines  on  the  results  of  their  various 

case-control  and  other  studies  that  they'd  been  conducting  since 
first  word  of  the  epidemic.   But  the  CDC  was  not  actually  in 
hospitals  on  a  day-to-day  basis,  seeing  the  problems.   You  were 
down  there  in  the  trenches,  observing  the  patients.   Does  that 
partially  explain  the  difference  between  what  they  came  up  with 
for  infection  control  guidelines  and  what  you  did. 

Lusby:    I  think  scientifically,  either  way  is  correct.   You  just  have  to 
understand  what  the  difference  is.   CDC's  way  was  to  do  blood 
precautions  for  AIDS  and  add  on  TB  precautions  if  the  patient  also 
met  criteria  for  TB  precautions.   San  Francisco  General's  way  was 
to  assume  TB  until  ruled  out.   That  was  dropped  in  a  later  edition 
which  followed  CDC's  guidelines.   But  either  way  has  its  pitfalls. 


Comparing  New  York's  and  San  Francisco's  Responses  to  AIDS 


Lusby:    To  go  back  to  your  point  about  the  CDC  not  being  in  the  trenches, 
there's  another  point  that  I  wanted  to  bring  out,  and  that  is  the 
difference  in  the  complexion  of  the  New  York  cases  from  the  San 
Francisco  cases.   In  San  Francisco,  it  was  almost  entirely  gay 
community  in  the  beginning,  and  these  were  middle-,  upper-class 
men,  with  good  jobs—they  weren't  all,  but  many  were—and  they 
were  a  somewhat  cohesive  group.   Now,  someone  could  correct  me  on 
that,  because  they're  always  fighting  amongst  themselves;  the  gay 
community  isn't  that  cohesive. 

Hughes:   There  was  a  sense  of  community. 

Lusby:   There  was  a  sense  of  community,  yes,  even  though  they  argued  about 
what  that  sense  was . 

But  New  York  wasn't  like  that  in  the  same  way.   Now,  I  think 
they  did  get  their  support  going,  but  there  wasn't  the  same  public 
health  response  in  New  York  that  there  was  in  San  Francisco. 

Hughes:   Meaning  from  the  Department  of  Public  Health? 

Lusby:   From  the  Department  of  Public  Health.   I'm  not  an  expert  on  this, 
but  New  York  is  organized  differently  in  terms  of  its  public 
health  system.   They  don't  have  the  district  clinics  which  our 
public  health  department  has.   They  don't  have  Visiting  Nurse 
Associations  and  other  things  that  we  just  take  for  granted  in  San 
Francisco.   There  is  not  a  community-wide  response  in  general  in 
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their  public  health  system.   So  the  whole  way  in  which  the 
community  responded,  and  the  public  health  department  responded, 
is  just  really  different  in  New  York. 

Taking  it  all  one  step  further,  San  Francisco  happens  to  be 
a  place  where  they  say,  "Hey!   What's  going  on  here!"  And  they 
want  to  get  involved  in  it.   It's  just  a  different  way  of  dealing 
with  the  problems.   And  I've  heard  people  say  about  New  York, 
"It's  such  a  big  place  that  one  corner  of  New  York  has  no  idea 
what's  happening  in  another  corner  of  New  York."  So  you  think 
your  little  thing  that's  happening  right  here  is  the  only  thing 
that's  happening,  and  you  don't  think  anybody  else  in  New  York  is 
involved,  because  you  don't  know  what's  going  on.   So  it's  just  a 
very  different  culture,  so  to  speak,  in  terms  of  both  the  health 
department  and  the  general  community.   So  I  think  that's  part  of 
the  difference  in  the  response. 

If  CDC  had  been  brought  in  in  New  York  three  years  earlier, 
in  the  same  way  that  we  brought  them  in,  because  we  brought  them 
in-- 

Oh,  did  you? 

Yes.  Because  we  were  the  ones  who  were  calling. 

So  that  eventually  they-- 

So  that  they  would  know  about  it,  and  they  became  involved  in  it. 

Now,  who's  "we"? 

I  don't  mean  me.   But  our  health  department,  and  whatever  doctors 
were  interested. 


Identifying  Infectious  Agents 


Hughes:   Was  it  a  two-way  thing?  Was  it  asking  for  guidance  but  also 
relaying  what  was  going  on? 

Lusby:   Two-way.  Well,  yes.   There  are  some  things  that  should  be 
reported  to  CDC,  and  also  sometimes  you  try  to  use  them  for 
identifying  organisms  that  you're  having  a  hard  time  identifying. 
There's  some  give  and  take. 

Hughes:   Was  that  indeed  the  case  with  some  of  those  early  opportunistic 
infections? 
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Lusby:    There  may  have  been  some  of  that,  yes. 

Hughes:   I  mean,  "What  in  heaven's  name  is  this?  We've  never  seen  this 
disease  in  a  human  before." 

Lusby:   Pneumocystisl  Yes,  sure. 

Hughes:   No,  I  was  thinking  more  of  things  like  cryptosporidiosis . 

Lusby:    No,  that's  around.   In  fact,  healthy  people  can  get  that,  but  they 
get  over  it  in  ten  days  or  so. 

Hughes:   So  you  weren't  stymied  by  the  infection  itself?  What  this 
organism  would  be  doing  in  a  human  being? 

Lusby:    There  was  a  lot  more  work  done  on  Mycobacterium  avium  than  had 
been  done  before. 

Hughes:   Which  had  been,  prior  to  the  epidemic,  very  rare? 

Lusby:    That's  a  form  of  tuberculosis. 

Hughes:   But  it  had  not  been  seen  very  much  in  humans? 

Lusby:   Well,  it  hadn't  been  seen  in  our  hospital.   It's  again  an 

opportunistic  infection  for  people  with  immune  systems  that  don't 
work  well,  and  our  hospital  had  not  been  a  center  for  treating 
such  people.   UC  saw  more  of  that,  because  they  had  some 
transplants  there,  and  they  have  cancer  therapy  treatments,  and 
hence  people  who  are  immunosuppressed. 

Hughes:   Did  the  fact  that  laboratories  at  the  General  were  not  used  to 

identifying  certain  kinds  of  microorganisms  present  problems  when 
you  went  for  laboratory  diagnosis? 

Lusby:   Well,  they  may  not  have  been  used  to  seeing  them  very  much,  but  I 
think  they  were  on  the  ball. 

Hughes:   So  that  wasn't  a  problem. 

Lusby:   Yes.   They've  often  been  the  lab  which  identifies  something  that 
other  hospitals  can't  identify,  so  that's  been  their  history. 
Pneumocystis  was  probably  not  new  to  them. 

I  don't  really  remember  hearing  anybody  at  UCSF  talk  about 
what  their  experience  with  Pneumocystis  had  been  prior  to  that. 
Some  of  their  bone  marrow  transplants  and  some  of  their  other 
patients  had  had  experience  with  that. 
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Hughes:   If  they  had  a  sizeable  transplant  population,  would  they  probably 
have  seen  all  of  the  opportunistic  infections  that  were  later 
identified  with  AIDS? 

Lusby:    Could  have. 

Hughes:   Were  you  involved  in  identifying  opportunistic  infections? 

Lusby:    I  personally  didn't.   But  you  see,  one  of  my  bosses,  Dr.  Hadley, 
was  chief  of  microbiology.   He's  an  M.D./Ph.D.,  and  he  was 
intimately  involved  with  the  diagnostic  part  of  it.   Which  is 
another  reason  for  San  Francisco  General  being  a  center. 


The  Kaposi's  Sarcoma  Study  Group,  UCSF 
[Interview  2:   January  24,  1996]  ## 


Hughes:   How  often  did  you  attend  the  KS  Study  Group  at  UCSF,  and  was  there 
a  contingent  that  came  over  on  a  regular  basis  from  San  Francisco 
General? 

Lusby:    I  don't  think  I  was  there  right  at  the  beginning,1  and  I  don't 
remember  the  exact  date,  but  it  was  very  early  in  the  epidemic, 
because  Marcus  Conant  had  been  one  of  the  very  earliest  people  in 
San  Francisco  to  see  cases  of  KS,  which  were  some  of  our  earliest 
presentations  of  AIDS. 

I  came  over,  and  two  or  three  other  people  from  my  committee 
came  over,  and  it  was  varying  numbers  of  people.   As  time  went  on, 
it  was  more  and  more  people  from  the  clinics  at  UCSF,  but  yes,  it 
was  definitely  people  from  San  Francisco  General  coming  over  as 
well.   It  happened  about  once  a  week,  I  think,  in  the  conference 
room  of  Mark  Conant ' s  clinic. 

Hughes:   How  important  was  it  as  a  medium  of  information  exchange  and 
education? 

Lusby:    It  was  a  very  good  networking  vehicle.   It  was  put  together  for 
the  doctors,  I'm  guessing.   It  was  a  lot  of  networking  for  them. 
But  for  those  of  us  who  were  sort  of  on  the  fringes  and  working 
with  the  same  problems  that  the  doctors  were,  it  was  very 
important  for  us  to  get  to  know  each  other,  and  also  to  hear  what 


'  The  first  Kaposi's  sarcoma  clinic  was  held  on  September  21,  1981, 
followed  immediately  by  a  meeting  of  the  KS  Study  Group. 
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was  really  going  on,  and  the  thinking  of  the  doctors,  because  it 
was  all  so  new. 

Hughes:  Was  there  any  other  sort  of  central  information  source  in  those 
very  early  years  of  the  epidemic? 

Lusby:  I  would  say  that  was  the  earliest  group  that  met.  Later,  there 
were  groups  meeting  at  San  Francisco  General,  but  San  Francisco 
General's  program  hadn't  really  gotten  started  much  by  the  time 
that  Marcus  was  doing  his . 


AIDS  Advisory  Committees  at  the  San  Francisco  Department  of  Public 
Health 


Lusby:   Well,  I  guess  the  health  department  was  doing  something,  I  should 
say  that.   Theirs  was  not  very  organized,  though,  in  terms  of  a 
regularly  scheduled  meeting.   That  was  a  little  later  as  well. 

Hughes:  Are  you  talking  about  the  advisory  groups? 

Lusby:  Well,  the  San  Francisco  Health  Department's  AIDS  Task  Force. 

Hughes:  Which  I  always  get  mixed  up,  because  there  were  at  least  two-- 

Lusby:  You're  not  alone.   [laughter] 

Hughes:   There  was  one  composed  solely  or  mainly  of  physicians,  which 

advised  [Health  Department  Director  Mervyn  F.]  Silverman.   It  has 
a  variety  of  names,  but  one  of  them  is  the  AIDS  Medical  Advisory 
Committee,  or  something  like  that.   Then  there  is  one  composed  of 
community  representatives.  What  one  are  you  talking  about? 

Lusby:    I'm  talking  about  the  one  at  the  health  department  that  involved 
Selma  Dritz  in  the  early  days,  before  any  of  the  names  that  you 
know  now  as  relating  to  AIDS  epidemiology,  et  cetera.   It  was 
before  [George]  Rutherford  or  any  of  those  other  people. 

Hughes:   Can  you  remember  who  else  was  on  it? 
Lusby:    It's  hard  to  remember. 
Hughes:   But  you  were  on  it? 

Lusby:   Yes,  I  was  on  it,  and  my  boss,  who  was  chief  of  microbiology  at 
San  Francisco  General. 
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Hadley. 

Yes.   He  was  chairman  of  the  infection  control  committee  at  SFGH. 
And  I  think  someone  from  virology,  Art  Back,  attended  a  few 
meetings . 

Virology  at  San  Francisco  General? 

The  city  health  department  has  a  virology  lab.   It's  very  hard  to 
remember  the  very  earliest  players.   Near  the  beginning,  Connie 
Wofsy1  became  involved  because  we  began  to  see  women  with  AIDS 
showing  up,  but  I  wouldn't  say  that  was  the  first  year. 

Was  it  a  medically  oriented  committee? 

It  was  primarily  doctors—well,  the  health  department  tends  to 
look  towards  its  own  hospital,  which  would  be  San  Francisco 
General,  for  cooperation  and  assistance  —  for  free  [laughter]  since 
we're  part  of  them.   And  also  because  UC  is  tightly  united  with 
San  Francisco  General.   San  Francisco  General  is  a  county  and  city 
hospital,  with  university  affiliation  for  the  medical  staff.   It's 
the  medical  staff  that  comes  from  the  university,  and  a  few  of  the 
clinical  departments,  besides  the  residency  program.   And  there 
are  a  few  wards  that  are  totally  university-based,  but  most  of  the 


patient  care  areas  in  the  inpatient  part  are  city-based, 
a  very  strange  relationship  between  university  and  city. 


So  it's 


So  everybody  on  the  committee  was  somehow  related  to  the  city? 
Either  directly,  through  the  health  department,  or  somewhat  less 
directly,  through  San  Francisco  General  or  UCSF,  because  UCSF  was 
associated  with  San  Francisco  General. 

That's  right;  that's  basically  what  it  was  in  the  beginning. 

Marcus  Conant  served  as  a  medical  advisor  to  Silverman  very  early. 
But  you  don't  recall  him  at  the  meetings? 

That's  probably  true,  but  that  was  probably  a  more  informal 
arrangement.   Silverman  was  on  the  health  department  committee. 

Wasn't  he  chairing  it?  Who  was  chairing  it? 
I'm  not  sure. 


1  See  the  oral  history  with  Constance  B.  Wofsy  in  the  AIDS  physicians 
series . 
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Do  you  remember  any  of  the  issues? 
bathhouses? 


Was  this  concerning 


Well,  there  were  things  going  on  before  bathhouses, 
think  what  the  issues  were. 


I'm  trying  to 


The  bathhouse  issue  begins  to  simmer  in  1983.   So  yes,  there  was 
one  and  a  half  years  before  that  if  you  consider  the  summer  of 
1981  the  beginning  of  the  epidemic,  or  at  least  when  it  was  first 
recognized. 


Lusby:    I  can't  sort  it  out.   [laughter]   The  committee  didn't  meet  on  as 
regular  a  basis  as  it  did  later,  because  it  was  sort  of  as-needed, 
as  issues  came  up  and  needed  to  be  discussed. 

Hughes:   And  you  were  there  representing  infection  control. 
Lusby:    I  was  more  officially  there  at  my  boss's  request. 

Hughes:   So  your  membership  came  through  him  rather  than  through  the  health 
department? 

Lusby:    Probably,  yes,  although  I  think  it  might  have  been  joint  in  a  way, 
because  I  did  have  a  relationship  with  the  health  department  as 
part  of  my  job.   I  was  expected  to  have  a  relationship  with  Selma 
Dritz  in  particular.   But  in  the  case  of  the  UCSF  AIDS  Task  Force, 
the  multicampuswide  group,  I  came  because  I  and  the  other 
infection  control  nurses  thought  we  should  be  there,  not  because 
anybody  else  thought  we  should  be  there. 


UCSF  AIDS  Task  Force 


Hughes:   Do  you  remember  infection  control  being  a  subject  of  discussion  at 
the  health  department  meetings? 

Lusby:   Yes.   You  see,  by  early  1983,  the  UCSF  AIDS  Task  Force  had  gotten 
underway,  so  the  city  needed  to  be  participating  at  some  level.   I 
think  Silverman  came  to  the  UCSF  AIDS  Task  Force  meetings  as  a 
representative  of  the  health  department. 

Hughes:   Which  were  always  held  at  San  Francisco  General? 

Lusby:   Most  of  them.   There  had  been  some  at  different  times  at  UCSF,  but 
in  later  years.   Well,  the  chair  was  Merle  Sande,  so  you  met  in 
his  domain  [SFGH] . 
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Hughes:  But  it  was  deliberately  set  up  to  include  the  Parnassus  campus? 

Lusby:  Sure. 

Hughes:  Was  there  any  representative  from  the  VA? 

Lusby:  Yes,  there  was. 

Hughes:   Well,  you  said  last  time  that  the  two  infection  control 

committees,  one  being  at  San  Francisco  General  and  the  other  being 
at  UCSF-- 

Lusby:    And  also  VA. 

Hughes:   Well,  you  didn't  talk  about  the  VA.   Did  all  those  institutions 
have  slightly  different  infection  control  policies?   I  got  the 
idea  from  you  that  there  was  no  coordination,  except  through 
Sande's  committee. 

Lusby:    There  never  is  any  coordination  on  any  of  the  infection  control 

policies  of  any  of  the  hospitals  —  for  any  diseases.   Although  some 
of  us  infection  control  practitioners  thought  that  it  would  be 
easier  to  deal  with  on  a  practical  level  if  there  were.   But  there 
was  a  lot  of  difference  of  opinion  as  to  how  to  handle  certain 
kinds  of  problems,  and  UC  had  problems  we  didn't  have  and  vice 
versa,  so  there  never  was  a  meeting  of  the  minds.   Plus  everybody 
likes  to  do  their  own  thing.   There  was  discussion  about 
coordinating  it,  and  it  never  happened,  until  Merle  got  that 
committee  together  around  AIDS.   That's  the  first  time. 

So  that  was  one  achievement  of  Sande's  committee? 

It  was. 

To  have  a  uniform  policy  at  all  three  campuses? 

Well,  he  tried  to  make  it  that.   If  you  remember,  I  said  that 
legally  each  campus's  infection  control  committee  is  responsible 
for  that  hospital's  policy.   Therefore,  Merle  could  not  legally  be 
in  charge  of  making  a  policy  for  any  of  the  campuses.   The  most  he 
could  do  would  be  to  persuade,  or  to  gain  agreement  from  each  of 
the  hospitals.   The  purpose  of  the  task  force  was  to  come  to  a 
consensus  between  the  three  main  hospitals. 

Hughes:   And  that  indeed  happened? 
Lusby:    Yes,  it  did. 


Hughes : 
Lusby: 
Hughes : 
Lusby: 


119 


Hughes:   But  that  was  also  some  of  the  basis  for  the  contention,  was  it 
not? 

Lusby:    I  think  so. 

Hughes:   You  talked  about  egos  and  territoriality-- 

Lusby:    Which  had  nothing  to  do  with  AIDS,  you  understand.   It's  just 
professional  rivalry. 

Hughes:   You  alluded  to  the  fact  that  you  were  dealing  with  three  different 
hospitals  which  had  slightly  different  problems. 

Lusby:    That's  right. 

Hughes:   They  certainly  had  different  patient  populations. 

Lusby:    That's  right;  they  were  very  different. 

Hughes:   Were  there  enough  differences  that  you  had  to  accommodate 

guidelines  that  if  it  had  been  just,  say,  San  Francisco  General, 
might  not  have  been  necessary? 

Lusby:    I  think  even  if  it  had  just  been  San  Francisco  General,  there 

still  would  have  been  disagreements,  because  a  lot  of  it  had  to  do 
with  difference  in  mindset  about  how  one  handles  any  infectious 
disease . 

Hughes:   So  that  was  differences  among  individuals  rather  than  among 
institutions? 

Lusby:   Well,  if  the  leadership  in  each  hospital  ever  arrives  at  some 
common  ground  within  their  own  institution,  then  there  is  an 
institutional  attitude,  and  I  think  that  existed.   I  felt  that 
strongly. 

Hughes:   Can  you  characterize  it? 

Lusby:    No,  because  I  know  that  difference  not  in  AIDS;  I  know  it  in  other 
areas--how  you  handled  methicillin  resistant  Staph[ylococcus] 
aureus  infections  and  that  sort  of  thing.   A  lot  of  it  has  to  do 
with  professional  positions  that  people  have  taken  on  certain 
subjects.   Of  course,  they  want  to  follow  the  logic  of  their  own 
theories  about  how  things  should  be  handled. 

Hughes:   So  it  has  a  scientific-medical  component  as  well? 
Lusby:   Yes. 
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Hughes:   In  terms  of  the  AIDS  guidelines,  were  there  any  significant 
differences  between  the  three  campuses? 

Lusby:    Well,  I  don't  remember  what  the  AIDS  guidelines  were,  so  I  can't 
comment.   The  only  thing  I  remember  about  our  first  guidelines  is 
that  they  were  directed  towards  putting  a  package  together  of  the 
most  commonly  seen  diseases  in  the  AIDS  syndrome,  the  ones  we  were 
seeing.   And  if  any  of  those  diseases  required  a  particular 
precaution,  then  that  was  sure  to  be  included  in  the  precautions 
for  AIDS.   The  precautions  for  AIDS  in  our  case  didn't  refer  to 
the  virus  alone;  they  referred  to  the  whole  syndrome.   That's 
where  the  tuberculosis  comes  in,  and  the  issue  about  how 
frequently  does  tuberculosis  occur.   And  therefore,  do  we  need  to 
do  TB  precautions  before  we  get  patients  worked  up  for  TB  to  see 
if  they  have  it? 


Definitions  of  AIDS 


Hughes:   John  Conte  said  in  grand  rounds  in  July  19831  that  the 

surveillance  definition  of  AIDS  and  the  definition  used  by 
infection  control  committees  were  not  identical. 

Lusby:    Oh,  I'm  sure  that's  true.   Yes,  they  weren't  intended  to  be. 

Hughes:   But  also,  you  cast  a  much  wider  net  under  the  general  rubric  of 
AIDS  if  you  included  tuberculosis,  for  example,  under  AIDS 
infection  control  guidelines.   Tuberculosis  is  specifically 
excluded  as  an  AIDS-def ining  disease  in  the  first  CDC  definition 
of  AIDS.2 

Lusby:    Well,  I'm  not  sure  how  early  the  first  case  of  Mycobacterium  avium 
came  up.   That  is  not  basically  a  respiratorily  contracted  disease 
in  the  usual  fashion  that  garden-variety  tuberculosis  is,  which 
can  be  a  highly  communicable  disease  through  the  air. 

Hughes:   And  Mycobacterium  isn't? 

Lusby:   Well,  Mycobacterium  is  the  family  name,  and  Mycobacterium 

tuberculosis  is  the  one  we  call  tuberculosis.  Mycobacterium  avium 


1  "AIDS  Syndrome,  part  II,"  Medical  Grand  Rounds,  UCSF,  July  1983. 
Video,  AIDS  History  Project,  Special  Collections,  UCSF  Library. 

2  CDC.   Update  on  acquired  immune  deficiency  syndrome  (AIDS) --United 
States.   MMWR  1983,  31,  #37:507-514. 
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is  strictly  an  opportunistic  infection  which  only  people  who  are 
really  susceptible  get  sick  with.   It  can  have  a  bad  effect.   But 
when  you  do  the  initial  AFB  smear,  acid- fast  bacillus  smear, 
they're  positive.   But  it  can  take  you  five,  six,  seven  weeks  or 
more  to  find  out  which  organism  it  is. 

Hughes:   It  takes  that  long  to  culture  the  organism? 

Lusby:   For  it  to  grow  to  the  point  where  you  can  get  the  chemical 

reactions  that  you  need—biological  reactions  —  to  diagnose  it. 
Therefore,  most  hospitals,  when  somebody  is  AFB  positive  in 
sputum,  raising  the  possibility  of  being  communicable,  would  put 
the  patient  immediately  on  TB  precautions  until  they  determine  for 
certain  what  it  is,  rather  than  let  the  cat  out  of  the  bag.   What 
we  knew  prior  to  AIDS  was,  if  you  were  AFB  positive,  there  was  a 
very  good  chance  that  it  was  tuberculosis  as  opposed  to  some  other 
kind  of  Mycobacterium. 

Now,  if  it's  not  in  the  sputum,  the  chance  that  it's 
communicable  is  quite  remote,  so  it  was  basically  when  the  sputum 
was  AFB  positive.   Now,  a  lot  of  the  Mycobacterium  avium  that  was 
identified  in  AIDS  patients  isn't  always  in  sputum.   Other  sites. 

Hughes:   It  can  be,  though? 

Lusby:   They  both  can.   But  what  you're  concerned  about  with  infection 

precautions  is  not  whether  or  not  the  person  has  TB;  it's  whether 
or  not  it's  communicable.   That's  the  real  issue.   The  doctors 
need  to  know  what  it  is  to  treat  it,  but  we  need  to  know  whether 
it's  communicable  in  order  to  protect  people.   So  there  is  a 
different  focus. 

Hughes:   One  of  the  things  I'm  finding  in  this  series  of  oral  histories  is 
that  health  care  professionals  before  the  antibody  test,  generally 
had  a  more  comprehensive  picture  of  what  they  defined  as  AIDS  than 
that  contained  in  the  CDC  definition. 

Lusby:    I'm  not  sure  I  know  how  to  answer  that,  but  I  could  make  two 

comments.   I  think  that  the  people  working  in  the  field  who  were 
actually  seeing  the  patients,  such  as  people  in  our  clinic  and  in 
other  clinics  too,  came  up  with  the  rationales  and  the  statistical 
documentation  of  why  this  ought  to  be  an  AIDS  diagnosis.   This  is 
how  you  figure  out  who  is  likely  to  end  up  with  full-blown  AIDS. 
It  took  several  years,  I  think,  to  learn,  Okay,  these  folks  don't 
have  the  original  definition  of  AIDS,  but  boy,  these  are  the  folks 
who  ultimately  do  have  it.   So  we  ought  to  be  looking  at  longer- 
term  treatment,  and  all  of  these  people  who  don't  have  AIDS 
according  to  the  CDC  definition,  we  still  need  to  be  watching 
them,  because  little  by  little,  they  are  all  converting. 
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Hughes:   Infection  control  people  needed  to  define  the  guidelines  widely 
enough  so  that  you  pulled  in  these  people  as  well,  not  just 
strictly  the  people  that  fell  definitely  under  the  CDC  guidelines? 
Think,  for  example,  of  lymphadenopathy,  which  is  not  mentioned  in 
the  strict  CDC  definition,  but  alerted  health  care  workers  to  the 
possibility  of  AIDS 

Lusby:    Once  AIDS  got  started,  their  ears  perked  up.   But  before  AIDS 
existed,  lymphadenopathy  didn't  mean  that  to  anybody. 

Hughes:   Did  you  define  AIDS  broadly  when  you  were  establishing  infection 
control  guidelines,  so  that  they  applied  to  people  who  were 
suspected  to  have,  but  did  not  definitively  have,  AIDS? 

Lusby:    Okay,  let  me  add  a  piece  of  information  to  help  clarify.   Let  me 
go  back  to  talk  about  hepatitis  B,  and  let  me  remind  you  that 
we're  a  trauma  hospital  at  San  Francisco  General.   "We!"   [laughs) 
I'm  not  there  any  more. 


Establishing  Universal  Precautions  in  Infection  Control 


Forerunners 


Lusby:    One  of  the  things  that  we  were  aware  of  before  we  were  very  aware 
of  AIDS  was  that  we  had  many  people  come  in  who  had  accidents,  and 
we  didn't  know  anything  else  that  was  wrong  with  them.   They  were 
taken  care  of  on  an  emergency  basis,  with  plenty  of  blood  around, 
in  the  emergency  room.   They  had  their  blood  drawn;  they  had  all 
kinds  of  things  done  to  them  before  they  got  up  to  the  operating 
room.   They  were  operated  on;  they  went  to  X-ray—everything  in 
the  world  happened  to  them- -they  went  to  the  ICU  and  they  had 
major  care.   Maybe,  maybe,  maybe  we  might  find  out  at  some  future 
date  that  they  also  were  a  hepatitis  B  carrier.   Because  one  large 
part  of  our  population  was  people  who  were  IV  drug  users,  who 
frequently  had  contracted  it,  and  some  of  them  would  be  carriers. 

So  we  had  several  populations  within  our  hospital  group  that 
were  people  who  were  high-risk  for  hepatitis  B.   So  we  always  kind 
of  knew.   I  knew  it.   I'm  not  sure  Joe  Blow  working  on  the  ward 
knew  it,  but  you  could  talk  about  it  (taking  precautions  against 
hepatitis  B  infection),  and  it  goes  in  one  ear  and  out  the  other, 
because  it's  too  frightening  sometimes.   In  fact,  I'm  sure  that's 
why  sometimes  doctors  and  nurses  are  far  less  careful  about 
precautions  than  it  would  seem  reasonable  that  they  would  be, 
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because  it's  too  fearful, 
fear  all  the  time. 


You  just  can't  live  with  that  level  of 


Hughes : 
Lusby : 


But  part  of  the  teaching,  which  for  me  started  as  early  as 
our  first  case  of  AIDS,  before  it  was  ever  called  AIDS,  was  really 
trying  to  get  people  to  understand  the  population  we  had  in  our 
hospital,  and  that  they  needed  to  at  least  at  a  very  minimum  use 
hand-washing,  and  if  they  were  into  lots  of  blood,  they  used 
gloves.   People  frequently  would  not  do  that,  and  it  was  amazing 
to  me  how  many  years  later,  people  finally  got  the  message  about 
hepatitis  B  and  wanted  to  know  why  they  weren't  being  told,  and 
yet  they  were;  they  just  didn't  hear  it. 

So  our  thinking  all  along  had  been,  How  do  we  deal  with  a 
patient  population,  irregardless  of  AIDS,  that  is  a  high  risk  of 
being  carriers  for  hepatitis  B,  and  we're  never  going  to  know  it, 
because  they're  not  sick  with  it.   Unless  you  have  a  reason  to 
draw  blood  and  do  that  particular  test,  which  we  frequently  did 
not,  you're  never  going  to  know  that.   And  you  have  to  take  care 
of  those  patients  all  the  time.   So  we  were  already  thinking  in 
terms  of  preventing  hepatitis  B  transmission,  not  necessarily 
doing  a  terribly  good  job,  but  we  didn't  have  a  lot  of  outbreaks. 
So  we  must  have  been  doing  well  enough,  in  any  case. 

Well,  was  this  the  forerunner  of  universal  precautions? 
Yes. 


Body  Substance  Precautions 


Hughes:   Was  that  term  used  then? 

Lusby:    Let  me  tell  you  the  rest  of  the  forerunner.   In  1981,  totally 

independent  of  AIDS,  there  were  several  people,  and  the  key  people 
were  Pat  Lynch  up  at  the  University  of  Washington  and  Margarite 
Jackson  at  UC  San  Diego.   I  think  particularly  Pat  Lynch  in  the 
beginning  was  developing  a  system  they  called  body  substance 
precautions.   They  had  developed  it  less  because  of  things  like 
hepatitis  B  than  around  things  like  wound  infections,  especially 
wound  infections  with  perhaps  very  resistant  organisms.   And  you 
know  how  people  with  bedsores  always  end  up  with  an  infection,  and 
it's  just  this  little  small  thing,  and  it's  not  really  terrible. 
But  it  was  discovered  years  ago  that  bedsores  are  a  reservoir  in  a 
hospital  for  resistant  organisms.   People  who  are  careless  with 
them  get  bacteria  on  their  hands;  they  become  carriers,  and  the 
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bacteria  can  easily  be  transmitted  to  other  patients  in  the 
hospital  with  just  a  fresh  post-operative  wound. 

So  they  started  looking  at  a  way  of  stopping  transmission  of 
whatever  is  in  body  secretions,  whether  it  be  pus,  serous  drainage 
from  wounds,  urine,  stool,  or  from  any  other  body  substance, 
including  blood;  how  to  not  let  whatever  is  there  get  to  the  next 
patient,  whether  that  patient  is  infected  or  not.   Because  you  can 
be  well  with  regards  to  infection,  and  still  be  a  carrier  of 
something. 

Methicillin-resistant  Staph  aureus  was  a  really  big  problem 
in  hospitals  —  and  still  is,  to  some  extent.   It  kills  people,  and 
it  gets  transmitted  through  various  carriers.   Half  the  time,  you 
don't  even  know  who  they  are. 

So  that's  where  the  concept  of  body  substance  precautions 
started,  and  it  had  nothing  to  do  really  with  blood  precautions. 
The  concept  was  developed  to  handle  all  body  secretions  and  all 
body  fluids  as  if  they  were  infectious.   It  took  a  while  to  gain 
acceptance,  but  I  think  the  AIDS  problem  helped  bring  that 
acceptance  to  the  fore.   Body  substance  precautions  are  more 
comprehensive  than  universal  precautions  because  it  involves  more 
than  blood. 


Developing  Body  Substance  Precautions  at  SFGH 


Lusby:    When  we  developed  our  version  of  universal  precautions  at  San 

Francisco  General,  we  called  it  body  substance  precautions,  and  we 
patterned  it  after  the  Pat  Lynch-Margarite  Jackson  precautions. 
And  a  lot  of  people  have  never  accepted  it,  because  it's  too  much 
work.   [laughs]   But  they  take  care  of  all  of  those  unknown  cases. 
In  body  substance  precautions,  you  don't  think  in  terms  of  whether 
or  not  the  person  is  sick;  you  think  just  in  terms  of  the  body 
fluids  that  you're  coming  in  contact  with.   That  will  take  care  of 
the  unrecognized  carriers. 

Hughes:   How  difficult  was  it  to  get  that  concept  across? 

Lusby:    People  were  very  resistant.   They  were  very  motivated  in  terms  of 
blood  precautions  once  they  really  realized  the  gravity  of  AIDS. 
You  see,  there  has  to  be  a  real  threat.   They  were  never  very 
motivated  from  the  point  of  view  of  other  diseases.   But  once  more 
and  more  secretions  had  been  identified  as  containing,  at  least  in 
small  quantities,  AIDS  virus,  then  they  were  a  little  more 
receptive  to  that  idea  of  body  substance  precautions. 
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Hughes:   You've  mentioned  your  experience  that  people  frequently  confuse 
how  deadly  a  disease  is  with  how  easily  it  is  transmitted.1   I 
gathered  that  you  found  it  difficult  to  convey  the  idea  that  a 
fatal  disease  is  not  necessarily  easy  to  get. 

Lusby:    I  would  imagine  that  that  confused  people,  but  I  already  have 

admitted  to  you  we  had  ulterior  motives  in  being  so  involved  in 
AIDS. 


AIDS  Transmission  ## 


Hughes:   Did  you  consider  it  one  of  your  missions  to  reduce  fear? 

Lusby:    Well,  what  I  tried  to  do  with  that  was  to  say,  "Take  a  look  at 
what  would  be  happening  if  this  were  an  easily  transmitted 
disease.   Let's  see  if  we  can  prove  that  it's  an  easily 
transmitted  disease."  Well,  if  it  is  airborne,  or  if  it  is 
transmitted  through  touch,  if  one  person  with  AIDS  is  in  the  room 
with  all  the  rest  of  us,  within  the  next  year  or  so,  aren't  we 
going  to  all  have  it?  Now,  that's  really  hard  to  deal  with, 
because  then  they  say,  "We're  going  to  die  tomorrow!" 

Hughes:   Yes.   But  then  they  look  around  and  see  that  that's  not  happening. 

Lusby:   That's  right.   If  you  see  that  it's  in  certain  identifiable  high- 
risk  groups,  then  you  know  it  can't  really  be  casually  spread. 
Otherwise,  it  would  be  generally  distributed  across  the  board  in 
the  public.   There  wouldn't  be  any  identifiable  high  risk  groups. 

Hughes:   Well,  a  very  characteristic  step  for  the  CDC  to  take  with  a  new 

disease  is  to  try  to  identify  risk  groups.  But  in  so  doing,  there 
is  an  implicit  message,  namely,  if  you're  not  in  any  of  these  risk 
groups,  you  don't  have  to  worry  about  contracting  this  disease. 

Lusby:   Well,  identifying  the  risk  groups  is  a  part  of  the  process  of 

determining  how  it's  transmitted.   The  identification  of  the  risk 
groups  comes  first.   See,  because  if  you  can  identify  the  risk 
groups ,  then  you  can  look  at  what  they  have  in  common  with  each 
other  that  they  don't  have  in  common  with  other  people.   That's 
part  of  the  epidemiology  process,  and  it's  a  necessary  first  step. 
So  you  can  say  anything  you  want  about  its  downsides,  it  has  to 


1983. 


1  Michael  Helquist.   AIDS  and  Women.   Bay  Guardian,  September  23, 
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happen.   And  it  wasn't,  I  don't  think,  CDC's  intent  to  be  giving 
some  people  some  other  message.   They  were  just  doing  their  thing. 

They  do  what  they  do  best,  which  is  to  try  and  identify  how 
something  is  transmitted,  because  once  you  can  do  that,  then  you 
can  talk  about  protection.   You  can't  talk  about  curing  the 
disease  yet;  that's  another  process.   But  CDC's  goal  isn't  so  much 
curing,  it's  really  prevention. 

Hughes:   Did  you  run  across  the  notion,  "Because  I  am  not  gay,  I'm  not  a 
hemophiliac,  I'm  not  an  IV  drug  user,  I'm  not  a  Haitian,  this 
disease  is  not  a  problem  for  me?" 

Lusby:    All  the  time.   But,  health  care  workers  are  quick  to  assume  that 
it  doesn't  mean  they  can't  get  it. 

Hughes:   Are  they? 

Lusby:   Well,  they  were  afraid.   Why  would  they  be  afraid  if  they  weren't 
in  a  high-risk  group?   And  a  lot  of  people  who  weren't  in  high- 
risk  groups  were  afraid.   But  I  think  health  care  workers  may  have 
a  different  view  of  their  exposure,  which  is  probably  appropriate, 
because  it's  true  they  are  higher  risk  for  hepatitis  B  than  the 
general  public. 

Hughes:   What  tack  did  you  take  when  you  sensed  a  high  level  of  fear  in 
whomever  you  were  addressing? 

Lusby:    Well,  I  used  what  works  best  for  me,  because  all  along  in  this,  I 
went  through  my  anxiety  attacks  too,  along  with  everybody  else. 
They  weren't  alone.   [laughter]   So  I  had  to  deal  with  my  own 
fear,  too.   So  I  just  used  the  method  that  works  best  for  me, 
which  is  I  use  the  epidemiologic  process  to  try  and  explain  things 
such  as  how,  even  though  we  don't  understand  why,  it  was  possible 
for  something  to  be  highly  deadly  but  at  the  same  time  not  easy  to 
transmit.   And  how  do  we  know  it's  not  easy  to  transmit?   Well,  we 
know  it's  not  casual  contact,  because  it  doesn't  happen  to 
everybody  in  the  family.   It  doesn't  happen  to  everybody  in  the 
classroom  or  workplace. 

Hughes:   And  that  logic  usually  achieved  its  end? 

Lusby:    It  achieved  that  end  with  some  people,  but  people  are  going  to 
vary  a  lot  as  to  how  they  deal  with  stress.  And  many,  I  would 
assume,  don't  deal  with  it  through  logic.   People  mention  Three 
Mile  Island  and  Love  Canal:  "We  trusted  these  people  when  they 
told  us  that  nothing  was  wrong,  and  look  what  happened  to  these 
people."  The  poisoning  of  the  environment  and  so  on.   "You  can't 
trust  those  people.   They'll  tell  you  anything  to  get  you  to  go 
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back  to  work."   I  think  a  lot  of  that  was  operating  in  the  AIDS 
epidemic.   People  just  made  that  assumption,  do  not  trust. 


Infection  Control  at  UCSF 


Hughes:   Well,  I  want  to  show  you  an  early  sheet  about  infection  control  at 
UCSF.1  [shows  sheet] 

Lusby:    Looks  familiar.   Compromised  host  precautions  is  mentioned  here. 
We  never  had  a  set  of  precautions  like  that.   UCSF  might  have, 
because  they  had  a  compromised  host  patient  population,  because 
they  do  cancer  chemotherapy  and  bone  marrow  transplants,  and  those 
are  all  compromised  hosts.   So  that  could  have  come  out  of  UCSF. 
[reading  further]   "Materiel  services".   That  sounds  like  UCSF. 

Hughes:   San  Francisco  General  wouldn't  use  such  a  high-falutin  word? 

Lusby:   Well,  I  don't  know.   We  just  didn't.   [laughter] 

Hughes:   Do  you  see  anything  else  on  that  sheet  that  sparks  comment? 

Lusby:   Well,  there's  a  difference  in  terminology.   Under  environmental 
services,  "rooms  need  not  be  routinely  high  cleaned."   "High" 
meaning  that  you  clean  not  only  just  the  immediate  environment  of 
the  patient  but  you  also  clean  the  walls  all  the  way  up  to  as  far 
as  your  mop  will  reach.   I  don't  know  if  anybody  does  that  now, 
because  everyone  now  seems  to  know  that  walls  don't  give  people 
infections.   But  there  was  a  time,  I  think  when  I  and  a  few  others 
first  went  into  the  business,  that  that  was  still  a  concept  in 
hospitals . 

Hughes:   So  any  fomite-- 

Lusby:   Oh,  yes,  that's  the  word. 

Hughes:   --could  be  a  transmitting  agent?  Was  that  the  concept? 

Lusby:    I  don't  know  where  that  original  concept  came  from,  but  I  guess 
that  was  an  attempt  to  control  fomites.   There  was  a  lot  of  work 
done  before  I  was  in  infection  control  with  regards  to  looking  at 


1  Infection  control  precautions  for  patients  with:   Acquired 
immunodeficiency  syndrome,  Pneumocystis  carinii  pneumonia,  Kaposi's 
sarcoma.   [n.d.,  but  probably  1982  because  of  placement  in  KSN.]   KSN  3-12, 
1982. 


128 


not  only  size  of  particles,  but  what  traveled  around  on  dust 
particles  as  opposed  to  other  fomites.   And  of  course,  spittle  and 
sneezing  fomites,  those  kinds  of  things. 

Hughes:   Is  that  still  an  area  of  concern  today? 

Lusby:   Not  in  terms  of  walls.   [laughter]   Most  particles  of  any  size  at 
all  fall  to  the  ground,  so  you  need  to  clean  the  floor  if  you  need 
to  clean  anything.   Also,  body  secretions,  wet-moist  secretions, 
once  they  hit  the  air  and  they  dry,  at  least  some  portion  of  them 
die,  some  of  them  completely.   Certain  ones  die  more  quickly  than 
others.   Viruses  have  a  tendency  to  live  longer  than,  say, 
tuberculosis  [bacilli] ,  which  die  off  one  of  the  fastest  of  any. 


Concern  about  AIDS  Transmission 


Immunocompromised  Patients 


Hughes:   In  February,  1983,  Volberding  suggested  that  infection  control 
procedures  be  imposed  so  that  AIDS  patients  were  separated  from 
oncology  patients.1  Do  you  remember  anything  about  that,  and  did 
that  idea  come  from  the  infection  control  committee? 

Lusby:    Well,  remember  that  UCSF  probably  thought  about  compromised 

patients  for  a  much  longer  time  than  SFGH,  because  they  had  them 
all  the  time,  cancer  patients,  and  people  that  they  deliberately 
immunocompromised  in  order  to  be  able  to  graft  the  bone  marrow. 
So  they  had  a  lot  of  concepts  already  developed  around  infected 
patients  versus  immunocompromised  patients. 

Cancer  patients  are  certainly  a  group  of  immunocompromised 
patients.   Bone  marrow  transplant  patient  care  has  a  long  history 
of  more  extreme  forms  of  isolation  such  as  the  "bubble".   These 
patients  are  so  extremely  compromised  that  the  extreme  isolation 
is  thought  to  be  useful  and  possible  to  do  for  a  short  period  of 
time,  such  as  two  or  three  months.   I'm  not  expert  at  this  so  I 
hesitate  to  comment  further. 


Separating  AIDS  patients  from  cancer  patients  for  infection 
control  reasons  is  a  little  harder  to  understand,  unless  the 


1  Paul  Volberding,  Don  Fink,  and  Diane  Miller-Brazas,  February  A, 
1983.   AIDS  History  Project  Archives,  Special  Collections,  UCSF  Library, 
Ward  86  papers,  carton  5,  folder : infection  control,  various  documents  1983, 
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assumptions  are  that  cancer  patients  have  some  chance  of  surviving 
their  diagnoses,  and  a  desire  to  not  reduce  that  chance.   But  that 
same  logic  would  say  that  the  cancer  patients  should  be  separated 
from  each  other  as  well. 

Hughes:   Well,  I  picture  a  waiting  room  where  AIDS  patients  and  oncology 

patients  come  into  association.   AIDS  patients  with  opportunistic 
infections  could  expose  immunocompromised  oncology  patients  to 
these  infections. 

Lusby:    Okay,  two  things:  one,  don't  forget  that  an  opportunistic 

infection  is  frequently  commonplace  in  the  environment,  and  it's 
hard  to  not  be  exposed  to  it.   And  separating  those  two  groups  of 
patients  wouldn't  do  the  job. 

The  other  thing  is  that  what  is  wrong  with  your  immune 
system  may  differ  from  one  condition  to  another.   Leukemics  maybe 
have  a  different  set  of  problems  than  some  other  cancer 
chemotherapy  patient,  they  may  be  more  susceptible  to  one  thing 
than  to  another.   I  really  can't  comment  much  more  than  that  on 
it,  because  I  don't  really  know  the  differences  that  well.   To 
look  at  what  are  the  infections  that  are  most  commonly  gotten  by  a 
certain  group  of  patients,  and  realizing  their  differences  or 
similarities,  might  have  been  a  factor  in  their  decision  to 
segregate  AIDS  and  oncology  patients.   But  I  can't  say  that  I 
totally  100  percent  understand  the  rationale  from  an  infection 
control  point  of  view. 

Hughes:   Well,  maybe  oncology  patients-- 

Lusby:    Refused  to  come. 

Hughes:   "I  don't  want  to  share  a  clinic  with  AIDS  patients." 

Lusby:    I'm  sure  that  happened.   I've  heard  comments.   But  you  know, 

there's  also  the  psychosocial  thing  that  happens.   One  can  make  a 
very  good  case  for  terminally  ill  patients,  no  matter  what  their 
condition,  having  certain  problems  in  common.   I  know  there  have 
been  group  therapy  sessions  held  by  various  different  people  who 
work  with  dying  patients,  who  have  brought  people  together  with 
terminal  diseases  of  all  different  natures.   I  know  there's  one 
guy,  Dr.  Gerald  Jampolsky,  that  leads  groups  in  which  about  half 
his  people  have  some  kind  of  a  cancer,  versus  the  other  half  have 
AIDS,  and  their  issues  are  those  of  the  terminally  ill,  not  the 
disease  process  itself.   So  it  works  very  well  if  it's  done  right. 

But  the  culture  of  the  average  cancer  patient  is  quite  a  lot 
different  than  the  culture  of  most  of  our  AIDS  patients.   Now,  a 
different  group  of  AIDS  patients  in  some  other  part  of  the  world 
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might  be  a  different  story,  but  I  think  the  cultural  milieu  of 
those  two  groups  in  San  Francisco  are  quite  different,  and  that 


may  have  been  a  factor, 
comments  of  that  type. 


That's  just  a  guess.   I  know  I've  heard 


The  Flap  about  Casual  Transmission1 


Hughes:   In  May  of  1983,  the  American  Medical  Association  issued  a  news 
release  reporting  that  AIDS  might  be  spread  by  casual  contact.2 
There  was  an  accompanying  editorial  by  [Anthony]  Fauci,  the  head 
of  the  National  Institute  of  Allergy  and  Infectious  Diseases. 

Lusby:    Yes,  I  know  who  he  is. 

Hughes:   Did  that  report  have  an  impact? 

Lusby:    I  don't  remember  the  specific  statement.   But  of  course,  it  was 
something  that  was  often  thought  about.   People  worried  about 
that.   Especially  when  you  would  see  that  all  of  a  sudden  there 
would  be  a  child  in  a  family  who  had  it,  and  then  a  parent  would 
have  it,  a  lot  of  questions  arose  about  how  the  child  got  it 
versus  the  parent.   Also,  even  though  a  parent  may  transmit  it  to 
a  child  in  utero,  the  child  often  dies  first  because  they  start 
out  with  an  immature  immune  system.   Some  of  the  studies  of 
African  households  showed  the  amount  of  sexual  activity  that  was 
going  on  within  the  community  could  easily  explain  some  of  the 
transmission  from  one  household  to  another. 

Hughes:   So  ultimately,  casual  transmission  could  be  dismissed  as 
attributable  to  some  other  means  of  transmission? 

Lusby:   Yes.   The  reason  for  interviewing  people  so  much  in  the  beginning 
was  to  get  as  much  information  as  you  could  from  the  people  who 
were  coming  down  with  AIDS,  to  try  and  piece  together  the  risk 
groups.   What  are  the  common  factors  that  these  people  have  among 
them?  And  in  an  incident  in  Florida,  people  were  just  absolutely 
convinced  it  was  mosquitoes  that  transmitted  AIDS.   But  if  you 
look  at  a  map  of  the  sixteen  blocks  within  which  this  was 
happening,  and  you  see  dots  where  the  people  were  living  who  had 


1  For  better  continuity,  this  section  was  moved  from  its  original 
position  later  in  the  transcripts  of  this  interview. 

2  Randy  Shilts.   And  the  Band  Played  On:   Politics,  People,  and  the 
AIDS  Epidemic.   New  York:   Penguin,  1988,  p.  299. 
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it,  you  have  to  ask  why  nobody  across  the  street  outside  the 
sixteen  blocks  got  it  if  it  was  transmitted  by  mosquitoes.   I 
don't  think  mosquitoes  know  the  boundary  of  this  sixteen  blocks 
and  never  go  beyond  it.   It  just  doesn't  make  any  sense. 


Early  Infection  Control  Guidelines  for  AIDS  at  SFGH 


Hughes:   Well,  in  March  of  1983,  an  infection  control  packet1  was 

circulated  at  San  Francisco  General.   Was  that  the  first  official 
pronouncement  for  the  hospital  of  infection  control  procedures 
related  to  the  epidemic? 

Lusby:    Well,  I  think  we  had  already  developed  something  by  the  summer  of 
'82,  somewhere  in  there,  or  late  '82.   But  I  think  it  was  finally 
the  head  of  the  medical  executive  committee,  chief  of  staff,  Jack 
McAnich,  that  decided  this  needed  to  go  out  to  the  physicians.   So 
we  put  together  little  explanations,  and  I  think  it  was  written 
jointly  with  my  two  bosses,  Dr.  Hadley  and  Dr.  Johnson.   It 
summarized  our  knowledge  to  that  point,  and  it  had  outpatient 
guidelines  as  well,  submitted  by  Connie  Wofsy,  which  I  would  have 
to  reread  to  remember. 

Hughes:   Would  an  infection  control  committee  normally  formulate  outpatient 
guidelines? 

Lusby:   Well,  we  are  charged  by  state  licensing  and  by  Joint  Commission  on 
Accreditation  of  Hospitals  to  also  do  outpatients,  but  it's  only 
the  last  few  years  that  they  really  have  started  emphasizing  it. 
Prior  to  about  the  time  I  retired  [March,  1992],  the  accreditors 
were  just  looking  at  outpatient  a  little  bit;  they  weren't  looking 
very  hard.   So  much  concern  had  been  raised  about  AIDS,  and  I 
think  that  this  particular  chief  of  staff  was  pretty 
communicative,  and  he  was  interested  in  having  that  information 
get  out  to  physicians.   They  decided  this  was  a  good  time  to  put 
it  all  together  as  a  packet  because  you  can  spend  all  your  time  on 
the  phone  with  questions,  which  was  starting  to  happen. 

So  I  think  they  tried  to  address  everything  they  could:   a 
general  description  [Information  about  AIDS  for  Medical  Staff]  of 


1  Memo,  Jack  McAnich,  Mary  Anne  Johnson,  and  Keith  Hadley  to  all 
attending  medical  and  dental  and  housestaff,  [San  Francisco  General 
Hospital],  March  28,  1983,  with  attached  pages  headed.   AIDS  History 
Project  Archives,  Special  Collections,  UCSF  Library,  Ward  86  papers,  carton 
5,  folder: infection  control,  various  documents  1983. 


Hughes : 
Lusby : 
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risk  groups  and  transmission  and  so  on,  and  then  the  inpatient 
isolation  precautions,  the  outpatient  guidelines,  and  what  else  is 
in  here?   [flipping  through  pages  and  reading  headings  aloud] 
Some  management  guidelines  for  patients  with  acquired 
immunodeficiency  syndrome;  that  would  be  for  the  medical  staff. 
[Labeling  and  Containment  of  Specimens  from  AIDS  and  Hepatitis  B 
Patients) . 

It  was  very  hard  to  convince  the  lab  that  they  needed  to 
handle  all  specimens  as  if  they  had  AIDS  or  hepatitis,  and  they 
just  resisted.   And  to  the  day  I  retired,  there  were  people  still 
demanding  that  we  label  the  specimens,  which  ones  were  AIDS.   And 
I  kept  saying,  "Well,  we  won't  know  until  you  tell  us  the  test 
results."   [laughter]   "You  tell  us!" 

Their  motive  being,  Then  I  don't  have  to  be  careful  with  the  ones 
that  aren't  labeled  AIDS. 

Well,  one  can  only  assume  that.   Sometimes  they  can  relax.   To  be 
constantly  in  fear  of  your  life  every  hour  of  the  day,  can  anybody 
stand  that?   My  way  of  dealing  with  those  things  is  I  look  at  what 
are  the  precautions  that  I  can  use,  what  works,  what  doesn't  work, 
and  then  I  do  that.   And  beyond  that,  I  say,  Well,  life  is  not 
forever,  so  everything's  a  risk.   You  drive  on  the  freeway,  it's  a 
risk.   But  not  everybody  deals  with  it  that  way. 


And  then  the  last  page  in  the  packet  is  resources  for 


patients- -who  to  contact,  specific  people,  and  numbers, 
forgotten  how  complete  this  packet  was. 


I've 


Hughes:   Do  you  remember  any  of  the  deliberations  that  went  into  this? 

Lusby:    I  think  that  this  packet  was  made  up  of  already  existing  material. 
Probably  this  page,  Information  about  AIDS  for  Medical  Staff,  with 
the  definition  of  AIDS,  epidemiology,  risk  groups,  transmission, 
and  treatment,  just  a  one-page  summary,  probably  was  the  only 
thing  that  was  constructed  besides  the  cover  letter.   And  then 
they  just  appended  what  had  already  been  developed  in  these  other 
areas.   The  last  page,  which  was  Resources  for  Patients,  is  from  a 
list  prepared  by  Helen  Schietinger.1   She  probably  already  had 
that  worked  up  as  a  sheet  that  they  could  use  in  a  class.   She 
probably  developed  that  for  the  clinics. 

Hughes:   Do  you  remember  any  reaction? 


1  For  more  on  Schietinger ' s  contributions,  see  her  oral  history  in  the 
UCB  AIDS  nurses  series. 
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Lusby:    This  is  also  about  the  time  that  the  discussions  were  going  on 

about  a  separate  AIDS  unit,  and  I  think  a  lot  of  housestaff  were 
in  support  of  it. 

Hughes:   Because  they  were  scared? 

Lusby:    Yes. 

Hughes:   5B  opened  in  July,  1983. 

Lusby:    I  think  the  first  time  I  knew  that  we  were  going  to  have  a  unit 
was  about  January  or  February  [1983];  I  can't  remember. 

There  were  two  memos,  one  on  February  seventh1,  and  one  on 
the  ninth,2  which  are  really  companion  pieces.   Those  two  letters 
went  to  [hospital]  administration  about  the  organization. 

Hughes:   [flipping  through  papers]   The  infection  control  committee 
recommended  establishing  an  inpatient  AIDS  unit. 

Lusby:    I  think  this  February  seventh  memo  was  composed  as  an  original 

piece.   This  was  not  a  compilation  of  already  existing  pieces  of 
paper,  I  don't  think. 

Hughes:   And  then  the  packet  came  out  only  a  month  or  so  later. 


Countering  Overly  Stringent  AIDS  Precautions 


Hughes : 


I  want  to  read  a  letter3  that  Dr.  Wofsy  wrote  in  1983  about 
infection  control  policy  at  the  General.   She  says,  "We  at  San 
Francisco  General  have  tried  to  follow  a  policy  in  which  isolation 
procedures  adopted  within  the  hospital  offer  maximal  patient  and 
staff  protection,  but  can  be  followed  in  any  patient  care  unit  in 
the  hospital  and  can  be  modified  to  be  applicable  to  caretakers  in 


1  W.  Keith  Hadley,  Mary  Anne  Johnson,  and  Grace  Lusby  to  Geoffrey  N. 
Lang,  re:  Isolation  Requirements  for  AIDS  Patients,  February  9,  1983.   AIDS 
History  Project,  Special  Collections,  UCSF  Library,  Ward  86  papers,  carton 
5,  folder : infection  control,  various  documents,  1983. 

2  Re:  Infection  Precautions  for  AIDS  Patients,  Ibid. 

3  Constance  Wofsy  to  Daniel  S.  Schechter,  September  14,  1983.   AIDS 
History  Project  Archives,  Special  Collections,  UCSF  Library,  Ward  86 
papers,  carton  4,  folder :C.  Wofsy  letters  and  memos,  1983. 
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the  home  setting."   She  was  writing  to  the  editor  of  the  journal, 
Hospitals,  in  response  to  an  article  putting  forward  very 
stringent  guidelines  for  AIDS  infection  control.   In  fact,  you 
wrote  a  letter  too.1   [tape  interruption] 

Lusby:    I'm  just  rereading  Connie's  letter  and  my  letter  to  the  editor  of 
Hospitals  magazine.   We  both  were  making  a  case  for  whether  or  not 
people  needed  to  use  as  strict  precautions  as  they  were 
advocating,  and  I  don't  recall  off-hand  exactly  what  they  were 
advocating.   But  what  we  tried  to  do  was  describe  what  our 
policies  were  and  the  rationales  for  them.   Connie  gave  them  some 
practical  suggestions  about  clarifying  exactly  what  their  policies 
were  for,  and  some  of  the  inconsistencies  between  what  they  were 
saying  on  hospital  precautions  versus  outpatient  precautions. 

Hughes:   Did  you  people  at  San  Francisco  General  act  as  the  voices  of 

reason  and  calm  in  this  period  of  AIDS  hysteria?  You  dealt  with 
more  AIDS  patients  than  any  other  hospital  in  San  Francisco,  and 
yet  staff  wasn't  getting  infected. 

Lusby:    The  argument  that  most  people  will  give  you  if  you  say  that  to 
them  is,  "Well,  you  don't  know  yet."   That's  a  reasonable 
argument,  because  we  were  already  saying  that  it  takes  a  long  time 
for  AIDS  to  evidence  itself.   So  it  was  not  very  logical  to  say, 
"We're  not  getting  it  here  at  San  Francisco  General." 

It's  a  little  bit  more  practical  to  talk  about  the  numbers; 
why  are  other  people  not  showing  up  with  it  in  the  general  public. 
One  of  the  problems  was  that  we  hadn't  had  enough  experience  to  be 
able  to  make  a  firm  statement  that  we  weren't  getting  it,  until  we 
had  the  HIV  antibody  test,  which  would  be  when,  '84,  '85? 


Hughes:   Early  '85. 

Lusby:    So  after  that,  then  you  could  start  talking  about  who  is  infected 
and  who  isn't  in  the  medical  population.   The  people  in  the 
medical  population  that  were  coming  down  with  it  were  in  risk 
groups.   There  were  already  some  medical  people  coming  down  with 
it. 

Hughes:   They  were  getting  AIDS  because  they  were  in  a  risk  group,  not 
because  of  any  procedural  problem? 

Lusby:   Yes.   By  '83,  I  knew  a  number  of  people  in  the  medical  field  who 
had  it,  but  they  were  all  people  in  a  risk  group. 


Grace  Lusby  to  Daniel  S.  Schechter,  September  2,  1983.   Ibid. 
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Hughes:   Is  San  Francisco  General  looked  to  as  a  center  of  knowledge  by 
people  concerned  about  AIDS  infection  control? 

Lusby:    Well,  I  think  they  did  just  because  we  had  more  experience  with  it 
in  the  beginning,  at  least  on  the  West  Coast.   I  wouldn't  say  that 
about  the  East  Coast,  because  they  already  had  a  lot  more 
experience  than  we  did.   But  you  talk  to  people  close  by  that  you 
know. 


Giving  Advice  on  Infection  Control  for  AIDS 


Hughes:   The  guidelines  formulated  by  the  UCSF  AIDS  Task  Force  were 

published  in  the  New  England  Journal  of  Medicine  in  September  '83. 
What  effect  did  that  have  on  your  visibility  as  authorities? 

Lusby:    It  made  us  visible.   It  definitely  did.   I  think  within  my  own 

professional  group  locally,  I  would  say  we  were  very  visible,  and 
so  was  UCSF.   So  we  were  the  people  that  got  the  calls  all  the 
time. 

Hughes:   Where  were  those  calls  coming  from? 

Lusby:    Other  infection  control  practitioners  usually  would  call  me.   A 
doctor  would  call  a  doctor,  but  I  would  get  calls  from  other 
infection  control  practitioners.   When  some  hospital  would  have 
their  first  AIDS  case,  they'd  say,  "What  do  I  do  next?" 

Hughes:   And  they'd  call  you. 

Lusby:    Yes. 

Hughes:   You  referred  them  to  the  packet  that  we  just  looked  at? 

Lusby:    Yes.   And  sometimes,  people  would  have  me  come  out  and  give  talks 
at  their  hospitals,  and  use  my  particular  style  of  rationality,  if 
you  want  to  call  it  that.  We  all  know  that  when  you're  really 
frightened  that  the  most  rational  of  explanations  is  often  totally 
useless,  because  people  aren't  dealing  with  it  on  a  rational 
level,  and  therefore,  rationality  just  doesn't  make  it  with  a  lot 
of  people.   And  there's  also  that  matter  of  trust,  and  the  fact, 
"Well,  you  just  don't  know  yet."  Which  was  true;  you  couldn't 
deny  it .   You  had  to  base  it  on  what  you  already  knew  about 
transmission,  and  that  was  it. 
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The  CDC  and  UCSF  AIDS  Task  Force  Guidelines 


Comparisons 


Hughes:   Do  Conte's  guidelines,  as  a  quick  way  of  terming  them,  become  the 
standard? 

Lusby:    Most  hospitals  tend  to  take  the  recommendations  of  the  CDC, 
because  in  a  court  of  law,  that  is  considered  a  kind  of  gold 
standard.   Even  though  CDC  would  like  it  to  not  be  that  way. 

Hughes:   Even  though  CDC's  might  not  be  as  comprehensive  as  yours? 

Lusby:    Well,  ours  just  happened  to  be  more  comprehensive,  but  there's 
nothing  wrong  with  the  way  CDC  did  it,  except  people  have  to 
understand  that  other  diseases  besides  AIDS  need  to  be 
precautioned  for  too.   CDC  had  all  those  other  precautions  already 
listed  in  their  guidelines. 

So  there  is  that  legal  standard.   If  somebody  wants  to  use  a 
different  standard,  they  can,  but  they  need  to  make  an  awfully 
good  case,  should  someone  try  to  sue  them.   And  of  course, 
hospitals  think  in  terms  of  the  legalities  because  they're 
measured  by  a  community  standard.   Well,  who  sets  the  community 
standard?   CDC  is  one  of  the  setters  of  the  community  standard. 

The  New  England  Journal  of  Medicine  article  in  '83  discusses 
AIDS  and  disease  transmission  in  a  different  manner  than  CDC's 
guidelines.   Instead  of  outlining  the  precautions,  it  discusses 
the  underlying  thinking  that  went  into  the  UCSF  system's  consensus 
document.   It  shows  the  ruminations  of  our  minds,  which  may  have 
raised  as  many  questions  as  it  answered. 

Hughes:   So  people  are  not  saying,  "Well,  we  are  following  the  CDC 

guidelines,"  or,  "We  are  following  the  San  Francisco  General 
guidelines. " 

Lusby:    They  are  consistent  with  each  other,  even  though  the  words  aren't 
quite  the  same.   They're  consistent  enough,  and  I  don't  remember 
the  details  to  know  if  there  were  certain  points  that  were 
stressed  more  in  one  than  the  other. 

Hughes:   Well,  for  example,  cardiopulmonary  resuscitation  and  hospital 
employees  with  AIDS  are  discussed  in  the  New  England  Journal 
article,  but  not  in  the  November  1982  CDC  article.   The  other 
stressful  issue  was,  are  health  care  workers  obligated  to  care  for 
AIDS  patients? 
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Lusby:    My  sense  is  that's  something  that  CDC  would  never  address. 

Hughes:   [tape  interruption]   The  New  England  Journal  article  contains  a 
paragraph  which  is  headed  "Direct  patient-care  responsibilities 
for  employees  with  AIDS."  The  first  sentence  is,  "Because  the 
task  force  was  unable  to  reach  a  consensus  on  this  issue,  two 
alternatives  were  offered."   Do  you  remember  the  discussion? 

Lusby:   Well,  I  don't  remember  the  details  very  well  without  rereading 

this,  but  one  of  the  things  that  I  actually  liked  was  that  they, 
as  people  who  were  otherwise  considered  to  be  somewhat  authority 
figures,  were  willing  to  show  that  they  in  fact  had  differences. 
They  were  willing  to  put  down  both  sides,  instead  of  just  saying, 
"These  are  our  guidelines." 

Now,  it  causes  people  an  awful  lot  of  stress  to  have  you 
say,  "Well,  these  are  a  couple  of  alternatives,  and  we  couldn't 
decide  which  was  right  and  which  was  wrong."   Because  people 
really  want  answers,  and  a  part  of  the  anxiety,  is,  Well,  when  are 
they  going  to  tell  us? 

Hughes:   Do  you  remember  discussing,  We're  going  to  increase  the  stress 
level  if  we  don't  come  to  some  consensus  here? 

Lusby:    That  came  up,  but  I  think  we  had  good  leadership  in  the  task  force 
in  that  they  were  interested  in  really  showing  the  struggle  that 
people  —  the  task  force  as  well  as  everyone  else—were  going 
through.   Everyone  in  health  care  was  afraid  of  what  we  didn't 
know  and  what  we  might  find  out  in  the  future  that  would  go 
against  our  current  beliefs.   No  one  wanted  to  make  lethal 
mistakes.   Unanimity  only  comes  when  the  path  is  clear  and  most 
questions  can  be  answered. 

I  can  not  tell  you  how  frightening  it  was  to  attempt  to 
steer  a  course  through  uncharted  waters,  to  stick  to  the  basic 
science  as  it  emerged,  to  not  give  in  to  all  of  the  "what  ifs"  and 
"can  you  guarantee  me  100%  safety."  Nothing  is  100%  in  medical 
science.   Perhaps  one  of  the  intriguing  things  about  this  New 
England  Journal  article  may  have  been  that  it  presented  medically 
related  information  in  a  way  you  don't  often  see  in  a  medical 
journal.   Yes,  it  left  people  struggling  and  fearful  and  angry 
that  they  didn't  have  definite,  reliable  guidance.   But  then,  who 
did?  But  they  got  the  best  we  could  give. 

There  were  no  epidemiological  grounds  for  recommending  the 
removal  of  employees  with  AIDS  who  were  asymptomatic  from  direct- 
care  patient  contact,  except  perhaps  when  the  patient  was 
immunosuppressed  and  would  be  at  risk  of  acquiring  an 
opportunistic  infection. 
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Hepatitis  B  Guidelines 


Lusby:    The  policy  on  employees  with  AIDS  who  were  asymptomatic  giving 

health  care  was  the  same  one  in  place  for  employees  with  hepatitis 
B.   Based  on  the  CDC  recommendations,  removal  from  care  would  be 
recommended  only  when  an  employee  was  not  in  control  of  his/her 
secretions  or  otherwise  using  bad  infection  control  practices  or 
if  unable  to  do  their  job  for  other  reasons.   There  have  been 
cases  of  hepatitis  B  being  transmitted  by  doctors  (dentists  and 
MDs)  that  have  resulted  in  loss  of  licenses. 

Though  AIDS  appeared  to  be  far  less  contagious  than 
hepatitis  B,  the  same  policy  on  AIDS  caregivers  was  adopted  as  for 
hepatitis  B  caregivers.   Hepatitis  B,  a  much  more  contagious 
disease,  is  also  an  untreatable  disease  that  is  potentially  fatal. 
Hepatitis  B  is  more  contagious  but  the  fatality  rates  and  the  fear 
levels  are  significantly  higher  for  AIDS.   Adapting  the  CDC 
guidelines  for  employees  with  hepatitis  B  to  apply  to  employees 
with  AIDS  seemed  prudent,  particularly  because  of  the  fear  and  the 
unknowns.   Also  remember  that  at  that  time  we  did  not  know  how  to 
identify  the  HIV  carriers,  and  so  this  policy  would  cover  them  as 
well. 


Teaching  Infection  Control 


Hughes:   You  were  teaching  a  lot  of  classes  on  infection  control  procedures 
for  AIDS,  right? 

Lusby:    Yes. 

Hughes:   Was  your  aim  to  reach  everybody  in  the  hospital? 

Lusby:    My  goal  in  the  beginning  wasn't,  By  the  end  of  this  year,  I'm 

going  to  reach  everybody.   I  didn't  think  of  it  in  that  way.   I 
thought  about  it  in  terms  of  readiness  to  learn,  because  why  spend 
your  time  teaching  something  that  people  aren't  going  to  listen 
to?   It  takes  a  lot  of  time  to  do  classes  in  small  groups,  and 
it's  also  hard  to  do  classes  when  people  are  working,  because 
their  full  attention  isn't  on  the  class.   So  I  was  just  doing  the 
places  that  were  getting  the  cases,  in  the  beginning. 

Hughes:   How  did  you  reach  busy  people? 
Lusby:    They  didn't  always  get  it. 
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Hughes:   So  they  came  in  as  their  schedule  allowed? 

Lusby:    Well,  I  would  have  the  class  right  on  the  ward  so  nobody  had  to  go 
anywhere.   If  you  have  to  get  people  to  go  somewhere,  the  chances 
are  you  won't  get  very  many  people  at  all.   So  I  would  have  it  in 
the  conference  room,  and  somebody  would  be  assigned  to  answer 
lights  and  the  phones,  and  others  would  have  to  go  in  or  out 
depending  on  what  was  happening.   If  there  was  an  emergency  or 
something  that  had  to  be  done,  they  would  leave. 

Hughes:   The  idea  was  that  as  many  members  as  possible  of  the  unit  would 
attend? 

Lusby:    If  you  get  a  lot  of  people  who  know  the  procedure- -You  know  how 
those  things  are:   "Well,  did  she  say  anything  worth  listening 
to?"   [laughter]   They'll  either  say  yes  or  no  and  pass  the  word. 

Hughes:   What  was  your  reputation? 

Lusby:    Varied.   I  didn't  usually  ask  for  a  written  evaluation.   But  when 
I  went  outside  the  hospital  to  do  talks,  people  who  put  on  courses 
for  continuing  education  units  usually  had  a  written  evaluation, 
and  quite  often  they  would  grade  you  on  a  scale  of  one  to  five. 
And  it  was  very  interesting  that  most  often,  I  was  either  a  five 
or  a  one.   [laughter]   And  very  rarely  in  the  middle. 
Fortunately,  more  fives  than  ones. 

Hughes:   Do  you  have  an  explanation? 

Lusby:    It's  a  controversial  subject,  and  a  lot  of  what  goes  into  your 

perceptions  about  what's  being  said  is  the  emotional  stuff.   It's 
that  same  old  issue.   Or  someone  has  a  different  set  of  beliefs 
about  how  infection  control  ought  to  be  done.   I've  had  nurses  in 
the  hospital  say  to  me,  "Well,  I  had  a  good  teacher  thirty  years 
ago,  and  she  taught  us  this,  this,  this,  and  this,  and  I  know  she 
knew  what  she  was  talking  about."  As  time  goes  on,  we  supplant 
our  old  knowledge  with  new  knowledge.   Many  of  them  didn't  have 
that  concept. 

Hughes:   So  they  turned  you  off. 
Lusby:    So  they  turned  me  off. 

Hughes:   What  was  the  procedure  when  the  guidelines  were  not  being 
followed? 

Lusby:   Well,  an  ongoing  problem  in  infection  control,  whether  it's  AIDS 
or  not,  is  getting  people  to  follow  guidelines.   Sometimes  the 
reason  that  people  don't  follow  guidelines  is  because  they  can't 
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perceive  the  problem  as  real,  that  there  is  a  connection  between 
what  they  do  and  something  that  results,  either  because  it's 
invisible,  which  of  course  it  always  is  with  bacteria  and  viruses, 
or  because  it  takes  so  long  to  catch  something  that  there  isn't 
the  reality  factor  in  there.   Hepatitis  B  is  a  good  example, 
because  you've  got  three  to  six  months  incubation  period  before 
you  know  that  you  are  sick.   And  of  course,  you  can't  even 
remember  what  happened  to  you  that  you  got  sick  about.   So  that's 
a  factor  in  people  not  getting  reinforced  by  experience. 

Hughes:   Last  time  we  talked  about  the  idea  some  had  that  using  protection 
was  stigmatizing  for  the  patient.   So  some  tended  to  take  personal 
risks  and  didn't  necessarily  glove,  for  example,  in  situations 
where  according  to  the  guidelines  they  should  have. 

Lusby:    Well,  first  of  all,  the  CDC  guidelines  never  got  very  specific. 

They  say,  "contact  with  blood."  Well,  what  does  that  mean?  Does 
that  mean  contact  with  intact  skin?   Or  does  it  matter?   Because 
we  know  that  in  most  cases,  not  all,  skin  is  a  good  barrier  and 
things  don't  go  through,  unless  you've  got  a  cut,  scratch, 
whatever,  or  you  stick  yourself  with  a  needle  or  something  like 
that.   If  you  believed  that  hand-washing  was  enough,  and  you 
didn't  expect  to  have  a  massive  blood  contact,  then  people  I  am 
very  sure  felt  that  they  were  not  making  a  significant  contact, 
the  kind  that  would  transmit  the  disease. 

By  the  time  there  were  20  or  so  cases  of  AIDS  in  health  care 
workers  identified  in  the  U.S.,  it  was  possible  to  determine  the 
most  likely  route  of  exposure  for  most.   It  was  mostly  being  in  a 
high  risk  group  or  some  kind  of  cut  or  intrusion  into  the  skin. 
One  was  extensive  intimate  care  of  someone  with  as  yet 
unidentified  AIDS,  without  the  use  of  gloves.   Also,  splashes  of 
blood  to  the  eyes.   Some  of  the  occupationally  acquired  exposures 
were  accidents  that  would  not  have  been  prevented  by  the  use  of 
gloves.   A  few  cases  were  unexplained  and  raised  the  fears  of 
casual  contact. 

Hughes:   Were  the  CDC  guidelines  deliberately  vague? 

Lusby:    I'm  not  sure  I  can  speak  for  them,  but  I  think  what  they  did  was 

they'd  give  you  a  general  principle.   They  never  get  very  specific 
in  anything.   Part  of  the  philosophy  that  I've  heard  stated,  maybe 
not  formally,  is  that  people  who  are  doing  the  procedures  every 
day,  and  the  infection  control  committees  in  hospitals,  are  the 
ones  who  really  need  to  be  responsible  for  looking  at  the 
specifics  of  the  situations  in  which  you're  likely  to  have 
contact. 
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Debating  Aspects  of  Infection  Control  Procedures 


To  Glove  or  Not  to  Glove 


Lusby:    There  are  problems  with  saying,  "Well,  I  don't  know  when  I'm  going 
to  have  contact,  so  I'm  going  to  wear  gloves  all  the  time," 
because  wearing  gloves  all  the  time  changes  your  skin  and  actually 
makes  you  more  susceptible  to  developing  infections  on  your  skin. 
Your  hands  sweat;  there's  a  whole  different  bacterial  flora  that 
occurs  on  your  skin.   Skin  gets  macerated,  breaks  down;  you  get 
trouble  around  your  cuticles.   There  are  actually  more 
opportunities  for  you  to  have  more  permeable  areas  of  the  skin 
that  can  become  infected  than  when  you  don't  have  those  gloves  on. 
So  you're  damned  if  you  do  and  you're  damned  if  you  don't. 

So  our  idea  was,  Let's  get  a  reasonable  set  of 

recommendations.   You  can't  necessarily  anticipate  everything,  but 
you  try  to  anticipate  everything  you  can.   Just  don't  go  overboard 
in  the  direction  of  wearing  gloves  all  the  time,  because  we  know 
what  it  does  to  people's  hands.   It's  not  good. 

Hughes:   If  you  were  circulating  on  5B,  for  example,  and  saw  what  you 

considered  to  be  inadequate  infection  control  procedures,  was  it 
part  of  your  job  to  speak  to  that  person  and  urge  proper  safety 
precautions? 

Lusby:   Yes,  that  or  on  any  other  unit.   I'll  tell  you,  frankly,  my  point 
of  view,  the  way  I  understood  the  precautions.   I  didn't  really 
see  things  that  I  thought  were  dangerous.   Very  rarely.   But  you 
see,  there  is  more  than  one  kind  of  interpretation  of  when  people 
ought  to  wear  gloves.   Some  people  felt  strongly  that  if  someone 
was  starting  an  IV  [intravenous  line],  they  should  wear  a  glove. 

Hughes:   You  didn't? 
Lusby:    No. 
Hughes:   Why? 

Lusby:   Well,  I  think  the  chance  is  minimal  for  blood  contact.   You  can 
always  have  an  accident,  but  a  glove  won't  stop  you  from  getting 
stuck  with  a  needle. 

Hughes:   Is  there  an  argument  for  greater  dexterity  if  you're  not  wearing  a 
glove? 
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Lusby:    Some  gloves  are  better  than  others  in  terms  of  your  touch,  and 

especially  if  you're  feeling  for  where  is  the  vein  you  want  to  get 
into.   There's  arguments  for  that.   Yes,  there  are  a  lot  of  people 
who  say,  "I  can't  start  an  IV  with  gloves  on."   And  people  who 
have  been  on  IV  teams  in  the  past  will  say  that.   A  lot  of  people 
will  argue  that  they  do  a  better  job  and  are  actually  less  apt  to 
stick  themselves  if  they  don't  wear  gloves. 

I  wear  about  a  size  five-and-a-half  glove.   We  didn't  even 
have  five-and-a-half  gloves  in  the  hospital,  so  if  I  were  to  ever 
have  to  wear  a  glove,  I  would  always  have  something  sticking  out 
at  the  end  of  the  finger.   So  that  increases  liability.   That  was 
never  an  issue  for  me,  because  I  don't  do  that  type  of  work. 


The  Location  of  "Sharps"  Disposal  Boxes 


Hughes ; 


I  remember  reading  in  Carol  Pogash's  book1  that  the  hospital 
administration  was  slow  in  providing  some  of  the  practical  means 
to  improve  infection  control.   For  example,  boxes  to  contain 
sharps  were  in  the  bathroom  and  not  in  the  patient's  room  where 
the  procedure  was  being  done.   Did  you  ever  feel  that  the  hospital 
was  slow  in  catching  up  with  the  latest  in  infection  control? 

Lusby:    Well,  catching  up  with  the  latest,  I'm  not  sure,  [laughs]  The 

latest  is  whatever  is  in  fad,  right?   In  our  hospital,  there  was  a 
lot  of  feeling  amongst  a  large  number  of  people  that  because  we 
have  a  high  IV  drug  use  population,  that  putting  boxes  for  sharps 
in  patients'  rooms  where  their  visitors  were  would  increase  the 
spread  of  AIDS,  if  the  used  needles  were  to  be  stolen.   In  fact, 
we  had  a  number  of  instances  where  people  made  off  with  boxes  full 
of  used  needles. 

So  there  were  strong  feelings  that  boxes  for  sharps  should 
be  in  the  bathroom  where  it's  not  that  easy  to  steal.   They  could 
still  steal  them  if  they  wanted  to,  but  it  was  less  obvious  and 
less  likely  to  happen  in  the  bathroom,  they  felt.   People  who  work 
in  the  hospital  made  those  observations.   So  it's  not  a  simple 
statement  about  what's  the  best  way  to  do  it.  And  yes,  there  was 
a  lot  of  argument  that  the  needle  box  ought  to  be  right  where  the 
nurse  was  going  to  use  it,  so  she  could  put  it  in  immediately. 


1  Carol  Pogash.   As  Real  As  It  Gets:   The  Life  of  a  Hospital  at  the 
Center  of  the  AIDS  Epidemic.   New  York:  Birch  Lane  Press,  1992. 
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Hughes:   Do  you  have  anything  to  say  about  the  needle  stick  case,  Nurse  X, 
at  San  Francisco  General? 

Lusby:  I  don't  know  anything  more  about  Nurse  X  than  anybody  else  does. 

Hughes:  So  she  was  not  a  particular  problem  of  yours? 

Lusby :  I  do  not  know  who  she  was . 

Hughes:  And  you  didn't  deal  with  her. 

Lusby:  No. 

Hughes:   Have  we  said  enough  about  the  AIDS  epidemic  perhaps  being  an 
impetus  to  the  adoption  of  universal  precautions? 

Lusby:    The  only  thing  that  I  would  add  is  we  thought  that  the  epidemic 
was  going  to  be  a  great  impetus  to  getting  people  to  listen  to 
information  about  infection  control,  but  in  fact,  they  still  only 
listened  to  what  their  heads  would  listen  to.   So  I  don't  know  how 
much  progress  we  made. 

Relations  between  Physicians  and  Infection  Control  Personnel 
Potential  Tensions 


Hughes:   Well,  Dr.  Wofsy  wrote  a  gracious  letter,  nominating  you  for  a 

lectureship.   She  writes,  "Miss  Lusby  more  than  'took  up  the  AIDS 
cause.'   She  developed  lectures,  coordinated  programs,  and  managed 
to  get  most  of  the  nursing  and  ancillary  hospital  personnel 
through  one  or  two  courses  of  lectures  in  such  a  way  that  the  care 
of  AIDS  patients  proceeded  in  a  relatively  smooth,  albeit 
periodically  rocky,  manner."  Dr.  Wofsy  continues,  "She,"  meaning 
you,  "also  recognized  her  own  limitations  and  graciously  sought 
and  coordinated  the  advice  and  teaching  activities  of  members  of 
the  professional  staff,  both  physicians  and  other  professionals."1 

Lusby:    I've  never  seen  that  before. 


1  Constance  B.  Wofsy  to  Chairman,  Carole  DeMille  Lectureship 
Committee,  October  27,  1983.   AIDS  History  Project  Archives,  Special 
Collections,  UCSF  Library,  Ward  86  papers,  carton  4,  C.  Wofsy,  folder: 
letters  and  memos  1983. 
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Hughes:   I'll  show  it  to  you.   [tape  interruption] 

Hughes:   She  comments  about  the  tension  between  infection  control  people 
and  physicians  and  others.   I  can  imagine  physicians  resenting 
somebody  telling  them  how  they're  to  go  about  what  they  consider 
their  business. 

Lusby:    That's  right. 

Hughes:   She  implies  that  you  were  doing  your  best  to  reduce  the  tension 
that  a  physician  might  feel  towards  infection  control  personnel. 

Lusby:    Are  you  getting  that  from  her  statement  that  you  just  quoted? 
Hughes:   Yes. 

Lusby:    The  "other  professionals"  were  the  AIDS  nurses.   As  well  as,  we 
developed  a  group  that  was  called  the  AIDS  Resource  Group  in  my 
local  professional  association,  Association  for  Practitioners  of 
Infection  Control,  and  I  was  chairman  of  that  group.   It  was 
people  in  infection  control  from  all  of  the  hospitals  in  the  Bay 
Area  that  were  having  experiences  with  AIDS.   At  that  time  [1983] 
there  might  have  been  eight  or  ten  practitioners  in  that  group. 
We  developed  things  that  would  help  answer  questions  of  people  in 
our  chapter  about  how  to  do  infection  control,  so  there  was 
coordination  in  my  own  profession.  We  also  helped  teach  other 
people  to  teach  AIDS  infection  control. 


Differing  Policies  among  Medical  Services 


Hughes:   Did  you  ever  sense  that  physicians  felt  that  what  you  were  trying 
to  do  was  interfering  with  physician  authority? 

Lusby:    I  don't  know  if  I  ever  felt  exactly  that.   It  was  a  matter  of 

different  people  had  different  opinions  about  how  things  ought  to 
be  done,  and  of  course,  some  physicians  had  very  definite  opinions 
about  how  infection  control  ought  to  be  done.   They  didn't  agree 
with  us  on  how  it  ought  to  be  done  in  our  hospital  in  other 
diseases  either.   [laughter]   It  wasn't  just  AIDS.  And  those 
people  we  did  have  conflicts  with,  but  you  worked  it  out  together, 
and  everybody  was  allowed  to  express  their  opinions,  and  different 
medical  services  in  the  hospital  developed  their  own  policies. 

For  example,  a  doctor  on  one  of  the  medical  services  felt  he 
might  be  immunosuppressed  and  at  risk  of  catching  one  of  the 
opportunistic  infections  that  an  AIDS  patient  might  have. 
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Therefore,  he  didn't  want  to  give  care  to  AIDS  patients.   The 
service  chief  took  the  attitude  that  his  service  was  there  to 
provide  a  service.   As  the  hospital  of  last  resort  for  many 
citizens,  we  could  not  refuse  to  give  care.   As  long  as  someone  on 
the  service  provided  the  care,  they  were  fulfilling  their 
obligation  to  the  community.   But  it  did  not  have  to  be  this 
particular  doctor.   With  much  disapproval  from  other  sources,  he 
agreed  that  the  physician  could  refuse  care  as  long  as  someone 
else  took  up  the  case. 

Everyone  predicted  that  this  was  going  to  be  demoralizing  to 
the  rest  of  the  staff,  not  only  on  his  service  but  elsewhere  in 
the  hospital.   Some  were  irate  and  took  the  attitude  that  it  was 
his  professional  responsibility.   I  thought  it  acceptable  as  long 
as  the  patient  was  not  totally  refused  that  care.   It  was  really 
the  service  chief's  problem  to  work  out. 


Learning  about  Gay  Culture 


Hughes:   I  want  to  quote  from  a  chapter  you  wrote  on  infection  control  in 
Gayling's  and  Tracy's  book,1  "AIDS  confronts  our  feelings  about 
lifestyles  different  than  our  own."  What  was  it  like  for  you,  who 
had  not  been  a  part  of  gay  culture  prior  to  the  epidemic,  to  learn 
about  a  different  sexual  lifestyle? 

Lusby:   Well,  it  was  an  education.   [laughter]   For  example,  in  '83  I  went 
to  Denver  to  the  Second  National  AIDS  Forum,  where  I  had  been 
asked  to  be  a  co-chairman  of  the  committee  on  infection  control. 
Well,  that  was  a  part  of  a  larger  conference  which  was  a  gay- 
lesbian  health  conference.   I'd  heard  that  people  in  twenty-four 
hours  can  do  a  life  history  on  you  by  simply  looking  at  the  checks 
that  you  write,  and  I  thought,  [gasps],  I'm  going  to  be  writing  a 
check  to  a  gay-lesbian  organization!   What  will  that  do  to  my 
image? 

I  told  Helen  [Schietinger]  I  was  very  nervous  about  it.   She 
said,  "I'll  write  the  check  for  you  if  you  want  me  to."   I  said, 
"No,  if  I'm  going  to  be  involved  in  this,  I've  got  to  deal  with 
it."   So  I  wrote  my  check  and  I  went  to  the  conference. 


In: 
eds. 


1  Grace  I.  Lusby.   Infection  control  precautions  and  HIV  infection. 
AIDS:   Concepts  in  Nursing  Practice.   Gayling  Gee  and  Tracy  Moran, 


Baltimore:   William  and  Wilcox,  1988,  pp. 259-279, 
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But  that  was  a  very  strange  year  for  me,  because  not  only 
did  I  learn  a  lot  about  people's  lifestyles  that  I  had  never  known 
before,  I  learned  that  many  people  that  I  had  known  for  many  years 
were  gay.   That  was  a  new  revelation.   At  that  conference,  I  and  I 
think  two  other  people  were  the  only  straight  people  there.   It 
was  a  very  strange  feeling,  but  it  was  also  a  good  feeling, 
because  they  were  very  welcoming  and  accepting  of  us,  so  why 
shouldn't  we  be  of  them? 

We  had  such  good  experiences  working  jointly  on  the  problems 
that  there  was  a  lot  of  camaraderie.   So  ultimately,  it  was  quite 
a  good  experience,  but  it  was  a  real  eye-opener  for  me,  including 
about  the  things  that  happen  to  people  when  they  are  discriminated 
against  by  a  fairly  significant  part  of  the  population. 

Hughes:   Was  there  an  element  of  voyeurism? 

Lusby:    Well,  I  can  give  you  a  couple  of  examples  of  things  that  happened. 
The  AIDS  Foundation  put  out  the  original  packet  of  educational 
information  in  which  Helen  Schietinger  and  I  had  a  couple  of 
articles.   Some  of  the  things  were  written  up  by  this  AIDS 
Resource  Group  that,  I  mentioned,  was  a  part  of  our  professional 
organization  to  help  write  up  information  on  infection  control- 
related  things.   So  we  put  this  out,  and  I  guess  it  went  to  a  lot 
of  infection  control  practitioners  in  various  hospitals  and 
whoever  wanted  it.   The  AIDS  Foundation  put  out  a  packet  of  sex 
risk  reduction  pamphlets  for  people  with  AIDS. 

One  of  the  members  of  our  resource  group  that  was  working  on 
this  absolutely  freaked  out.   She  said,  "If  you  send  this  out  to 
hospitals  where  they  know  nothing  about  AIDS,  and  you  see  all  of 
these  brochures  that  are  talking  about  sexual  practices  that 
nobody  who  isn't  gay  ever  heard  of  before,  they  will  just 
absolutely  turn  off  to  the  information  and  they  won't  look  to  the 
other  information."   She  had  an  absolute  fit,  to  the  point  where 
finally,  before  it  went  out,  the  AIDS  Foundation  replaced  the 
brochures  with  an  order  form  for  those  who  were  interested, 
[laughs]  And  that  was  the  compromise  to  sending  the  brochure. 

We  took  different  brochures  with  us  when  we  went  around 
hospitals  to  give  talks  to  health  care  workers.   I  would  take 
little  stacks  of  different  brochures  from  the  AIDS  Foundation  and 
put  them  on  the  back  table  in  the  lecture  room,  and  then  suggest 
if  members  of  the  audience  wanted  to  look  at  community-based  risk 
reduction  brochures,  or  use  them  with  patients,  to  help 
themselves.   This  was  a  little  bit  early  to  be  teaching  sexual 
practice  risk  reduction  to  health  care  workers,  because  people 
just  had  not  been  exposed  to  this  information  at  all  and  were  as 
naive  as  I  was  about  gay  sex. 
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The  interesting  thing  is  that  the  people  who  protested  that 
we  were  making  these  brochures  available  were  the  gay  members  of 
the  health  care  worker  staff,  who  were  terrified  of  the  reactions 
that  straight  people  were  going  to  have  to  learning  about  their 
sex  lives,  which  had  never  been  public  before. 

So  reaction  came  from  all  quarters.   Both  sides  of  the  aisle 
were  really  reacting  to  that  kind  of  information.   And  you  can 
imagine  that  people  suddenly  learning  about  the  intimate  details 
of  your  sex  life  is  kind  of  difficult. 


California  State  Task  Force  on  AIDS 


Hughes:   Let's  go  now  to  a  discussion  of  the  California  State  Task  Force  on 
AIDS,  which  according  to  the  notes  that  you  wrote  down,  first  met 
on  August  3,  1983. 

Lusby:   Well,  that's  the  first  meeting  I  have  any  notes  of,  and  I  think 

the  notes  indicate  that  the  minutes  announce  the  beginning  of  it. 
The  state  AIDS  task  force  was  intended  to  be  an  advisor  to 
Governor  Deukmejian,  though  not  directly. 

Hughes:   At  his  prompting? 

Lusby:  I  don't  know,  but  I  know  he  never  listened.  [laughs]  He  appeared 
to  have  not  ever  heard  anything  we  said.  He  may  have  been  willing 
to  agree  to  it  at  someone  else's  request. 

Hughes:   You  were  directly  invited? 

Lusby:    I  don't  remember  exactly  how  that  happened.   I  came  as  a 

representative  of  the  infection  control  practitioners  of  the  state 
of  California,  somewhat  less  officially  than  it  sounds.   There  are 
many  chapters  of  APIC,  the  Association  for  Practitioners  of 
Infection  Control,  in  California.   The  chapters  were  not  well 
coordinated,  but  there  was  a  somewhat  more  informal  group  of 
mainly  presidents  and  maybe  one  other  member  from  each  chapter  who 
would  attend  a  regional  meeting  to  plan  for  educational  work  and 
how  they  would  respond  to  political  and  legal  issues,  and  things 
like  that. 

Those  people  were  not  elected  by  the  chapters.   It  wasn't 
official  in  that  sense.   The  leadership  in  those  chapters  was 
interested  in  getting  together  to  coordinate  and  communicate  with 
each  other.   I  was  asked,  I  think  by  the  chairman  of  that  group, 
would  I  go  to  Sacramento  to  be  a  representative.   So  I  said  yes. 
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Hughes:   Who  else  was  on  the  committee? 

Lusby:    Well,  the  original  co-chairs  were  Jim  [James]  Chin,  who  was  with 
the  state  health  department,  and  Marcus  Conant.   And  at  a  later 
time,  Don  Francis,  was  chair. 

Hughes:   And  what  was  the  task  of  the  task  force? 

Lusby:    It  was  a  collection  of  representatives  from  virtually  every 

interest  group  which  had  a  stake  in  any  way  in  AIDS  issues.   There 
were  the  blood  bank  people,  the  hemophiliac  associations  —  every 
political  or  professional  group  involved  with  legislation  or  how 
money  was  appropriated  by  the  state,  all  of  those  issues.   You 
want  to  raise  your  own  interest  group's  issues  before  the  people 
who  make  the  decisions,  and  this  was  thought  to  be  a  good  way  to 
do  that.   I'm  not  sure  it  was  a  good  way  to  do  that. 

Hughes:   Why? 

Lusby:    Well,  I'm  not  sure  that's  how  things  get  done.   I  think  the  task 
force  got  a  lot  of  publicity,  and  the  reports  and  the 
recommendations  went  to  the  state,  but  you  never  saw  things 
happening  in  the  state  that  matched  the  recommendations.   But  then 
if  you  look  at  the  national  AIDS  task  force  that  was  appointed  by 
several  presidents,  the  same  things  happened.   They  make  their 
recommendations,  and  nothing  happens.   Convincing  individual 
legislators  is  probably  the  process  that  works. 

Hughes:   And  did  you  indeed  try  to  do  that? 

Lusby:    Most  of  us  didn't;  there  may  be  some  who  did. 

Hughes:   The  task  force  initiated  legislation  to  reduce  corporate  liability 
in  connection  with  the  AIDS  vaccine. 

Lusby:    I  wasn't  involved  in  any  of  the  formal  discussions  on  it. 


Early  AIDS  Education  Efforts  in  the  Community 


Mechanisms 


Hughes:   Well,  you  mentioned  the  infection  control  packet  that  went  out 

under  the  aegis  of  the  KS  Research  and  Education  Foundation,  which 
became  the  San  Francisco  AIDS  Foundation.   How  did  that  come 
about? 
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Lusby:    Well,  one  of  their  charges  was  education  of  the  public.   And  they 
did  have  funding  to  do  things  like  educational  brochures. 

Hughes:   From  the  city? 

Lusby:    Oh,  I  don't  know  where  it  came  from. 

Hughes:   People  interested  in  AIDS  education  knew  to  contact  the  KS 
Foundation? 

Lusby:    Well,  in  the  beginning,  that  was  about  the  only  way  the  public 

had,  because  the  foundation  had  a  hotline  that  they  staffed  from 
very  early  in  the  epidemic.1  Plus  they  had  all  those  little  risk 
reduction  brochures.  As  time  went  on,  they  were  more  involved  in 
all  the  other  aspects  of  AIDS,  and  they  branched  out  into 
heterosexual  and  pediatric  AIDS. 

Hughes:   And  you  were  a  member  of  the  speakers  bureau,  right? 

Lusby:    Well,  I  don't  know  if  I  was  a  member  of  their  speakers  bureau. 

Hughes:   Oh? 

Lusby:    I  guess  maybe  I  was.   I  never  got  my  jobs  through  them, 
[laughter] 

Hughes:  How  did  you  get  your  jobs? 

Lusby:  Well,  people  knew  of  me. 

Hughes:  And  they'd  call  you  up? 

Lusby:  Their  speakers  bureau  people  would  come  hear  me  talk. 

Hughes:   The  general  public,  firefighters,  dentists,  hospital  workers,  et 
cetera,  were  some  of  the  types  of  groups  that  you  addressed. 

Lusby:   Well,  I  think  I  mentioned  before  that  I  worked  with  police  and 

firefighting  groups,  and  that  was  because  they  came  to  me  through 
the  public  health  department.   These  groups  wanted  the  health 
department  to  help  them  out,  and  the  health  department  said, 
"Well,  you  have  to  talk  to  Grace  Lusby  out  at  San  Francisco 
General."   In  the  early  days,  I  was  practically  the  only  person 
who  was  doing  that.   In  fact,  after  a  while,  it  came  to  be  a  real 
heavy  stressful  drag,  because  I  was  the  only  one  that  was  out 


1  For  more  on  the  foundation  and  its  hot  line,  see  Angie  Lewis's  oral 
history  in  the  UCB  AIDS  nurses  series. 
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there  standing  up  for  people  to  take  pot-shots  at,  shoot  the 
messenger  kind  of  routines.   A  lot  of  people  really  didn't  want  to 
give  the  talks,  because  they'd  rather  have  someone  else  take  the 
pot-shots . 

Hughes:   But  that  didn't  stop  you. 

Lusby:    Well,  it  didn't  stop  me  in  the  beginning,  because  public  education 
is  considered  to  be  part  of  my  job.   Organizations  that  are  at 
least  in  part  under  the  city's  umbrella,  like  senior  citizen 
centers  and  parks  and  recreation,  would  have  me  come  and  do  talks 
about  other  things.   So  that  was  already  a  precedent,  and  I  did  a 
lot  of  that  sort  of  thing.   Somebody  from  the  city  set  up  meetings 
with  police  and  fire  to  talk  about  policies  in  the  city,  and  I  was 
always  in  attendance  at  those  meetings,  and  so  they  got  to  know 
me. 

These  people  get  to  know  you,  and  they  say,  "Who  do  you  know 
who  can  talk  about  AIDS?"   "Well,  Grace  can  talk  about  it."   It 
developed  that  way,  I  think.   It  wasn't  because  I  was  Grace  Lusby, 
it  was  because  I  was  the  infection  control  nurse  at  San  Francisco 
General,  and  therefore  I  must  know.   Even  if  I  didn't. 

Hughes:   But  you  did. 

Lusby:    Well,  to  the  extent  anyone  did,  probably. 


Emotional  Toll 


Hughes:   Did  the  pot-shots  take  a  toll? 

Lusby:    Oh,  yes.   I  think  so,  because  you're  always  dealing  with  other 

people's  anxiety.   I  can  remember  one  conversation  when  a  doctor, 
an  unnamed  doctor,  called  me  from  the  community.   I  never  bothered 
to  ask  their  names,  because  I  figured,  Well,  they're  not  going  to 
give  it  anyway.   He  told  me  how  he  had  an  opportunity  to  buy  into 
a  practice,  but  they  saw  an  awful  lot  of  AIDS  patients,  and  he  was 
worried  that  somebody  would  think  that  he  was  gay  if  he  took  these 
AIDS  patients.   Because  you  got  the  reputation  after  a  while:   Why 
would  anybody  who  wasn't  gay  work  with  AIDS  patients?   There  was  a 
lot  of  perception  like  that. 

So  we  ended  up  talking  about  infection  precautions,  talking 
about  people,  and  then  pretty  soon,  after  a  while,  I  got  started 
telling  him  my  intimate  stories  of  how  I  had  reacted  to  being  a 
straight  person  working  in  that  world,  and  how  I  had  dealt  with  it 
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and  how  I  felt  about  it.   We  spent  an  hour  on  the  phone  talking, 
and  at  the  end  of  the  time,  he  said,  "Oh,  I  feel  so  much  better." 
I  got  off  the  phone,  and  I  nearly  collapsed.   I  was  exhausted! 
[laughter]   In  his  case,  it  was  a  lot  of  anxiety,  but  in  other 
cases,  it  was  not  just  anxiety  but  it  was  hostility. 

So  you  have  a  few  conversations  like  that,  and  there  weren't 
just  a  few,  there  were  many  conversations  in  which  you  talk  people 
through  their  anxieties,  talk  about  the  problems  they  are  having 
in  their  hospitals,  add  information  where  they  lack  it,  help  them 
with  examples  of  how  to  relate  AIDS  risk  with  other  life  risks, 
pros  and  cons  of  a  separate  AIDS  unit,  and  approaches  to  teaching 
about  AIDS  infection  control,  if  that  is  the  issue.   There  were 
conversations  about  anger  at  the  AIDS  patients,  and  what  ought  to 
be  done  with  them,  anger  at  the  government  for  not  doing  more 
yesterday,  anger  at  medical  people  for  not  having  all  the  answers, 
and  anger  at  me  for  not  saying  what  they  wanted  to  hear,  and  not 
promising  them  100%  safety  in  the  workplace. 

The  messenger  gets  shot  down  so  often.   People  don't  like 
the  message,  so  it's  your  fault. 

Hughes:   What  did  you  do  to  keep  going? 

Lusby:    I  finally  quit  my  job  [1992].   [laughs]   After  many  years. 

Hughes:   Largely  because  the  stress  was  too  great? 

Lusby:   Well,  1987  or  '88  was  when  I  finally  gave  my  last  talk.   I  just 
said,  "That's  it.   I  can't  do  any  more." 

Hughes:  Because  of  the  emotional  toll? 

Lusby:  Yes,  it  was  burnout,  burnout  and  the  emotional  toll,  yes. 

Hughes:  But  did  you  continue  to  work? 

Lusby:  I  worked  until  '92,  when  I  retired. 

Hughes:  You  had  to  keep  dealing  with  AIDS  issues? 

Lusby:    I  did,  but  I  didn't  deal  with  them  to  the  degree  I  had  before. 

And  my  employer  didn't  want  me  to,  because  they  wanted  me  to  work 
more  on  a  lot  of  other  infection  control  issues. 

Hughes:   Had  there  been  a  problem  before  in  balancing  your  work  in  AIDS 
infection  control  and  infection  control  in  general? 

Lusby:    Yes. 
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Hughes:   How  did  you  handle  that? 

Lusby:    Well,  it  was  hard  to  back  away,  because  the  phone  would  ring  all 
the  time.   So  at  one  point,  my  boss,  Keith  Hadley,  finally  said, 
"You  can  only  take  outside  calls  from  eight  to  nine  in  the 
morning,"  or  something  like  that.   We  start  limiting  it,  and  if 
people  called  at  other  times,  then  we  had  a  secretary  who  took  the 
calls  and  said,  "Call  back  between  eight  and  nine,"  that  sort  of 
thing. 

Hughes:   Because  AIDS  was  interfering  with  your  other  responsibilities? 
Lusby:    It  was,  yes. 


Second  National  AIDS  Forum,  Denver,  June  1983 


Infection  Control  Workshop 


Hughes:   Can  you  remember  particular  issues  that  came  up  in  the  infection 
control  workshop  at  the  Second  National  AIDS  Forum,  in  Denver? 

Lusby:    I  don't  remember  real  specific  things  about  that  conference,  but 

of  course,  I  got  the  other  side  of  the  picture,  which  was  the  gay- 
man-who-might-be-at-risk  perspective.   And  many  of  them  were 
health  care  workers  also,  so  they  had  those  issues.   But  they  also 
had  the  issues  of,  Well,  maybe  I'm  more  at  risk  than  somebody 
else.   And  I  said,  "From  what?   Where  is  the  risk?"   So  we  tried 
to  help  people  think  through  and  clarify  where  their  risks  were-- 
not  in  the  hospital  particularly.   And  they  had  many  conferences 
that  were  not  my  interests,  but  were  talking  about  risk  reduction 
methods.   There  were  already  brochures  and  other  publications  out 
for  that  by  then.   Some  of  the  people  who  wrote  those  things  were 
at  the  workshop. 


Protesting  Discrimination 


Lusby:   One  of  the  big  issues  concerned  the  hotel  that  we  were  in.   You 

know  how  you  put  up  a  board  in  the  front  that  says  what  groups  are 
meeting  in  your  hotel? 

Hughes:   Right. 


153 


Lusby:   And  the  management  said  that  we  had  to  take  'Gay-Lesbian  Health 

Conference1  and  the  word  'AIDS'  off,  because  the  public  might  not 
come  in  there.   So  we  boycotted  the  hotel  restaurant,  and  we 
didn't  eat  any  more  meals  there  until  they  put  them  back.   That 
was  a  precursor  of  things  that  happened  repeatedly. 

The  AIDS  Project  of  the  East  Bay,  which  is  the  East  Bay 
counterpart  of  the  San  Francisco  AIDS  Foundation,  was  not  allowed 
to  post  a  sign  saying  who  they  were  in  the  building  where  they  had 
their  offices,  because  downstairs  there  was  a  pregnancy  clinic, 
pregnant  women  were  coming  in.   Everybody  else  had  their  sign  out, 
but  they  couldn't  have  a  sign  out  because  of  fear  that  other 
people  would  be  afraid  and  not  come  in.   And  the  Project  never  won 
their  battle. 

Hughes:   Did  they  take  the  issue  to  court? 

Lusby:   No,  it  takes  a  lot  of  money  to  do  that.   They  tried  to  do  it  by 

letter-writing  and  getting  people  to  go  to  bat  for  them,  but  they 
didn't  make  it. 


Being  an  AIDS  "Expert" 


Hughes:   Did  you  become  known  as  the  infection  control  woman  who  was  an 
expert  on  AIDS? 

Lusby:   Yes. 

Hughes:   Was  that  a  problem  for  you? 

Lusby:    No.   I  didn't  mind  being  the  expert  on  AIDS,  except  that  I  didn't 
feel  like  I  was  as  much  of  an  expert  as  a  lot  of  people  thought  I 
was.   But  I  felt  like  I  had  good  information  to  give,  so  I  felt  in 
a  sense  comfortable  with  that  role.   But  what  I  didn't  like  was 
the  fact  that  other  people  weren't  joining  in  and  also  becoming 
teachers. 

And  I  understood  why,  because  I  knew  how  stressful  it  was  to 
always  be  the  one  that  was  getting  yelled  at  and  terrible  things 
said  to  them  and  so  on,  because  they  didn't  like  what  you  were 
saying  and  they  accused  you  of  lying  and  various  things  that  they 
decided  were  ways  of  insulting  you  and  tearing  you  down,  because 
they  were  really  mad.  According  to  them,  it  was  all  my  fault,  of 
course.   There's  only  so  much  of  that  you  can  take,  and  then 
nobody  else  wants  to  deal  with  that  either.   So  of  course,  they 
send  everybody  to  you  instead  of  dealing  with  it  themselves.   I 
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felt  that  managers  needed  at  least  at  some  level  to  deal  with  that 
in  the  units. 

Hughes:   Why  didn't  you  feel  that  you  were  an  authority  on  the  subject? 

Lusby:    I  felt  that  I  probably  knew  as  much  as  anybody  knew.   But  there 
was  so  little  that  we  knew  in  the  beginning,  it  was  hard  to  even 
think  of  yourself  as  any  authority.   I  knew  more  about  infection 
control  and  infection  precautions  than  I  knew  about  AIDS,  and  I 
just  took  that  knowledge  and  used  it.   Which  anybody  could  have 
done  that  was  in  the  field. 

The  other  thing  that's  important  to  realize  is  that, 
although  doctors  and  nurses  get  some  minimal  education  and 
experience  with  infection  precautions  in  their  training,  it's 
really  minimal.   And  I  don't  think  some  doctors  and  nurses  know 
any  more  than  the  general  public  does  about  their  bodies  and  about 
contagion. 


Women  and  AIDS 


Early  Organizational  Meetings,  1983 


Hughes:   I  know  that  you  attended  what  is  billed  as  the  first  forum  in  the 
nation  on  women  and  AIDS,  which  was  held  at  the  Women's  Building 
in  San  Francisco  on  September  15,  1983. '  Is  that  the  beginning? 

Lusby:    I  believe  that  is,  yes.   By  then,  we  knew  individual  women  who 

were  cases  of  AIDS,  and  some  cases  of  children  with  AIDS.   But  it 
was  all  such  light-weight  information,  we  just  didn't  know  very 
much.   The  women  that  we  were  seeing,  aside  from  the  occasional 
transfusion  case,  were  prostitutes.   So  here  is  another 
stigmatized  group  for  you.  Whoopie,  yet  another  one!   [laughter] 

it 

Lusby:   In  June  1983  at  the  AIDS  Forum  in  Denver,  the  women  attending  that 
conference,  including  myself,  decided  they  wanted  to  have  an 
informal  meeting  to  discuss  getting  together  a  group  of  women  who 
were  interested  in  AIDS  issues,  who  would  look  at  them  from  the 
standpoint  of,  what  does  this  mean  for  women.   This  is  not  a  gay 
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disease;  it's  not  an  IV  drug  user  disease;  it's  a  disease  that 
theoretically  could  hit  anybody.   "Everybody  looks  at  the  men's 
issues.   We'd  better  look  at  the  women's  issues,"  was  the  tack. 

So  I  was  there  at  the  conference,  and  invited  to  come  to  the 
women's  meeting.   We  met  in  somebody's  hotel  room;  sat  on  the 
floor.   A  couple  of  people  led  the  group,  and  the  one  that  ended 
up  being  the  real  focal  point  for  the  continuation  of  that  group 
was  Laurie  Hauer,  who  worked  in  the  infectious  disease  clinic  and 
AIDS  clinic  at  San  Francisco  General.   She  was  associated  with  the 
infectious  disease  people,  I  think.   She  actually  had  several 
different  jobs  in  the  period  of  time  that  I  knew  her  there. 

There  was  also  someone  from  Portland,  Oregon  [A.J.  Block] 
leading  the  meeting  in  Denver,  and  I  don't  recall  who.   The  East 
Coast  branch  of  it  never  really  took  off  as  far  as  I  know.   But 
the  West  Coast  branch,  again  because  several  of  us  were  from  San 
Francisco  General,  and  Laurie  was  there,  began  discussions  about 
women's  issues.   So  we  went  to  every  event  we  could.   If  there  was 
a  pediatrician  talking  about  children  with  AIDS,  we  would  try  and 
get  to  that  meeting. 


The  Prostitute  Study 


Lusby:    Doctors  as  well  were  interested  in  AIDS  in  women  from  the  medical 
point  of  view,  and  that's  why  Connie  Wofsy  got  into  it.1  She 
ended  up  putting  together  a  research  proposal  that  dealt  with 
doing  epidemiologic  studies  on  women  with  AIDS.   At  that  time,  it 
was  mainly  prostitutes  that  they  were  seeing. 

Well,  we  wanted  to  do  this  forum  at  the  women's  clinic  that 
you  mentioned,  and  we  wanted  to  get  some  prostitutes  interested  in 
being  involved  in  the  study,  and  also  interested  in  being  involved 
in  our  conference.   At  one  point,  Laurie's  women's  group  decided 
we  were  going  to  invite  one  of  the  people  from  the  COYOTE  group,  I 
can't  think  what  that  stands  for. 

Hughes:   Cast  Off  Your  Old  Tired  Ethics. 

Lusby:   Thank  you.   We  tried  to  get  somebody  [a  prostitute]  to  come,  and 

nobody  really  took  us  up  on  it.   One  of  the  persons  who  was  trying 
to  reach  Margo  St.  James  was  having  difficulty  communicating  with 


1  For  more  on  Wofsy 's  contributions  in  the  field  of  women  and  AIDS, 
see  her  oral  history  in  the  AIDS  physicians  series. 
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Hughes : 
Lusby : 


her.   She  said,  "Well,  she's  really  kind  of  hostile  towards  coming 
to  this  group,  because  she  thinks  that  this  is  a  bunch  of  uppity 
straight  women, "--which  it  wasn't--"who  will  look  down  their  nose 
at  prostitutes."  She  mistrusted  anybody  in  the  health  care  group. 
So  they  weren't  getting  any  response. 

So  one  day,  I  called  up  Margo  and  I  said,  "Well,  can  we  get 
you  to  come?"  and  told  her  what  we  wanted  to  do,  and  who  I  was, 
and  she  agreed  to  come.   So  she  showed  up  at  our  planning  meeting 
at  San  Francisco  General.   We  discussed  this  proposal  and  whatever 
we  knew  about  women  with  AIDS.   And  Connie  Wofsy  from  her  side  of 
it  was  trying  to  get  prostitutes  to  be  willing  to  participate  in 
the  epidemiologic  studies  that  they  were  going  to  do.   This 
research  grant  of  hers  was  the  first  one  ever  in  the  university 
system  that  had  been  allowed  to  have  all  women  investigators, 
[laughs] 

When  was  this? 

Well,  I  don't  know  when  the  grant  actually  started;  it  might  have 
started  in  '84. 


So  we  ended  up  with  a  program  at  the  Women's  Building,  and  I 
think  I  was  the  keynote  speaker.   We  decided  to  break  down  into 
smaller  groups  to  talk  about  issues,  and  we  placed  people  as 
leaders  of  each  group.   We  had  one  group  that  was  intended 
primarily  for  prostitutes,  but  anybody  could  attend  it  if  they 
wanted  to.   We  had  maybe  four  different  groups. 

Hughes:   And  did  you  indeed  get  prostitutes  to  attend? 

Lusby:   We  did  get  some,  I  think.  And  Connie  and  I  both  worked  very  hard 
on  trying  to  make  the  approach  as  even-handed  as  possible  so  that 
they  would  not  feel  that  everybody  was  going  to  push  them  off  in 
the  corner.   That's  why  everybody  was  open  to  come  to  every  group. 
It  went  off  very  well.   In  my  talk,  I  discussed  risk  factors,  and 
I  asked  the  question,  "Are  prostitutes  a  high-risk  group?"   And 
somebody  in  the  back  of  the  room  said,  "No."  And  I  said,  "No." 
[laughs]   And  I  said,  "Who  in  that  group  might  be  high-risk?"   I 
tried  to  bring  it  away  from  the  stigmatizing  of  a  group  to  talking 
about  risk  factors,  and  who  in  that  group  might  be  at  risk. 

The  prostitutes  were  in  the  core  group  that  started  working 
on  the  study,  and  they  really  got  gung-ho  and  were  a  part  of  the 
AWARE  project  which  happened  as  a  result  of  this.   Some  of  them 
actually  gained  employment  working  under  the  grant  and  helping  to 
do  some  of  the  research,  and  boy,  they  were  champions  of  the 
cause.   They  were  really  key  people. 
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Hughes:   Did  you  stay  involved? 

Lusby:    I  was  not  involved  very  much  in  that  grant  at  all.   I  was  more 
involved  in  the  educational  aspect  of  it.   So  I  had  a  lot  of 
contact  with  them,  and  I  got  to  know  many  of  them.   And  I  learned 
a  lot  about  prostitutes  and  their  issues,  which  was  another 
educational  experience.   So  you  got  to  see  people  as  humans,  not 
as  a  stigmatized  group. 


San  Francisco  Women's  AIDS  Network 


Hughes:   What  about  the  San  Francisco  Women's  AIDS  Network? 

Lusby:   Yet  another  group!   [laughter]   I  don't  remember  exactly  how  that 
started,  but  it  all  started  in  about  that  same  time  period.   That 
was  really  the  Laurie  Hauer  group  that  evolved  out  of  Denver. 
Many  of  the  members  of  that  group,  though  not  all,  were  lesbians 
who  were  interested  in  the  issues  of  lesbians.   "Why  is  AIDS 
happening  to  gay  men,  not  lesbians?"  And  their  political  issues 
came  into  it  as  well.   "Gay  men  are  getting  a  lot  of  publicity 
from  this  epidemic,  and  their  stuff  is  being  dealt  with  more  than 
ours,  and  we  have  a  lot  of  stuff  too,  and  we  want  to  really  deal 
with  our  issues  as  well." 

Laurie  Hauer  is  really  one  of  the  more  wonderful  people  I've 
known  in  my  life.  Her  big  issue  was  being  fair  to  everybody,  and 
she's  very  much  into  win-win  situations,  in  which  everybody  has  a 
role  to  play  and  lots  of  parts  that  make  everybody  feel  okay.  So 
she  was  really  interested  in  seeing  women's  issues  dealt  with  in 
an  even-handed  way  relative  to  the  men,  to  benefit  both  sides. 

But  different  women  had  different  issues:  would  women  get 
AIDS  as  a  result  of  lesbian  relationships?   So  they  did  a  lot  of 
the  work  around  developing  guidelines  for  women  who  are  lesbians 
having  sexual  relationships,  which  was  not  being  addressed  by 
anybody  at  all  until  they  started  on  it. 

But  they  also  dealt  a  lot  with  children's  issues,  because 
some  of  them  were  mothers.   And  then  there  were  the  issues  of, 
What  if  a  lesbian  couple  wants  to  have  a  child?  They  had  usually 
been  using  gay  men  donors  of  semen  for  artificial  insemination  in 
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order  to  have  a  child,  and  now  that  was  a  high-risk  population.1 
And  the  issue  of,  Is  it  possible  to  do  artificial  insemination  in 
a  way  that's  safe?  That's  just  some  of  the  stuff  that  was  going 
on  in  that  group. 

I  participated  as  long  as  it  felt  like  I  had  something  to 
contribute  to  the  group,  but  I  didn't  continue  on  for  a  long  time. 
I  was  in  it  for  about  two,  maybe  three  years. 


More  on  the  AIDS  Inpatient  Unit  at  SFGH 


Lusby:    Also,  this  might  be  of  interest.   Once  there  was  the  proposal  to 
start  the  AIDS  unit,  one  of  the  things  that  Cliff  Morrison  did 
that  is  a  little  unusual  and  which  is  part  of  what  intrigued  a  lot 
of  us,  is  that  he  tried  to  develop  a  unit  in  the  way  that  we  had 
all  learned  back  in  nursing  school  is  the  way  nursing  care  ought 
to  be.2  That  is,  we  all  know  that  although  the  doctor  thinks  he's 
the  coordinator  of  patient  care,  it's  really  the  nurse.  And  so 
Cliff  operated  from  that  premise,  that  the  nurse  is  the  one  person 
who  knows  more  about  more  aspects  of  what's  going  on  with  that 
patient  than  any  other  single  person.  And  it's  the  nurse  who  has 
more  access  to  the  resources,  all  of  the  resources,  than  any  other 
single  person. 

So  although  there  was  nominally  a  medical  director  of  that 
unit,  Cliff  often  used  to  say,  "I'm  the  director,"  and  we  all 
backed  him  up.   But  of  course,  if  his  ideas  hadn't  been  accepted 
by  everybody,  they  wouldn't  have  flown.   But  he  was  really  coming 
from  the  premise  that  we  have  about  nursing,  and  what  its  real 
actual  role  is,  not  the  official  role.   So  he  operated  that  way, 
and  he  also  believed  in  multidisciplinary  care,  which  the  rest  of 
us  believed  in.   Those  were  all  my  beliefs  back  from  nurse's 
training  as  well. 

So  Cliff  tried  to  do  all  of  the  things  that  we  had  always 
believed.   You  learn  all  this  theory  in  school  and  you  get  out  and 


1  Lesbian  mothers  often  had  difficulty  retaining  the  right  to  keep 
their  children  because  of  parents  who  tried  to  take  their  grandchildren 
away,  thinking  that  lesbians  were  not  suitable  parents.   By  using  a  gay  man 
as  a  biological  father,  they  were  often  able  to  better  protect  themselves 
in  court  action  [Grace  Lusby 's  note  made  during  transcript  review). 

2  For  more  on  Morrison's  philosophy  in  shaping  the  AIDS  inpatient  unit 
at  SFGH,  see  his  oral  history  in  the  UCB  AIDS  nurses  series. 
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you  find  out  what  the  real  world  is  like,  and  it's  pretty 
disappointing  because  it  isn't  like  you  thought  it  was  going  to 
be.   Well,  we  kind  of  made  this  like  we  thought  it  was  going  to 
be.   It  was  really  great  working  a  lot  with  multidisciplinary 
groups,  because  we  had  the  social  worker;  we  had  the  counselors; 
the  physical  therapist  sometimes  would  come  in;  a  nutritionist 
would  come  in,  and  we'd  work  with  whoever  we  needed  to  work  with. 
There  was  a  lot  of  good  feeling  about  working  things  out.   There 
was  no  one  expert  who  knew  everything;  it  was  everybody  sharing 
their  knowledge  and  getting  together. 


The  Epidemic's  Personal  Impact 


Camaraderie 


Hughes:   Well,  say  something  about  camaraderie. 

Lusby:    In  the  early  stages  where  we  were  just  taking  what  little 

knowledge  we  had  and  putting  together  a  whole  program,  it  was  kind 
of  like  when  I  started  in  infection  control  at  San  Francisco 
General  in  the  first  place.   It  was  almost  a  repeat  of  that 
pattern,  where  you're  taking  limited  knowledge  and  working  from 
scratch  and  putting  something  together.   It  was  the  same  kind  of 
feeling  for  me. 

The  people  in  it  were  all  doing  the  same  thing,  and  we 
turned  to  each  other  a  lot,  because  you  never  were  very  secure  in 
doing  it  by  yourself,  because  you  didn't  know  if  you  were  right  or 
not.   Sort  of  like  safety  in  numbers.   [laughter]   If  somebody 
raised  a  big  issue,  "No,  that's  all  wrong;  if  we  do  that,  this 
terrible  thing  is  going  to  happen,"  we  would  have  sat  back  and 
really  listened  to  that. 

So  I  think  we  became  much  more  tight-knit  because  of  that, 
and  we  also  experienced  a  lot  of  stress  and  strains  together.   We 
used  to  have  our  own  therapy  groups  that  we  conducted  by 
ourselves.   We  didn't  have  somebody  come  in  and  do  it  for  us,  but 
we'd  just  get  together  once  a  week  and  talk  over  problems  and  how 
we  were  dealing  with  them,  and  could  we  be  doing  something 
different. 

Hughes:   Who  is  "we"? 

Lusby:   Well,  the  group  changed  over  time,  but  included  nurses,  hospice 

workers,  social  workers,  dieticians,  et  cetera,  et  cetera.   For  me 
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personally,  sometimes  it  was  Connie  Wofsy.   I  think  we  probably 
ran  into  each  other,  purposely  or  otherwise,  at  least  three  times 
a  day  in  the  first  year  of  the  epidemic;  we'd  hold  up  the  wall 
trying  to  decide  how  to  deal  with  something.   I  mean,  we  were  just 
creating  the  solutions  almost  minute-by-minute.   Something  new 
would  happen;  we'd  run  over  and  talk  to  the  other  person  and  see 
how  we  wanted  to  deal  with  it.   Connie  was  the  infectious  disease- 
related  person  that  I  most  talked  to  in  the  beginning. 

When  I  had  questions  with  regards  to  TB,  I'd  run  to  the 
person  who  was  in  charge  of  TB  at  that  time,  and  that  person 
changed  a  lot.   But  that  wasn't  as  tight-knit  a  relationship  as 
some  of  the  others. 


Personal  Satisfaction 


Hughes:   Well,  that's  the  end,  as  far  as  I'm  concerned.   What  would  you 
like  to  say? 

Lusby:    Now  you're  putting  me  on  the  spot.   [laughter]   Well,  I  suppose  I 
could  talk  about  how  the  epidemic  affected  me  personally. 

Hughes:   I'd  like  that. 

Lusby:    A  lot  of  people  have  gone  into  AIDS  work  because  it  intrigued 
them,  or  they  had  their  own  personal  interest  and  reason  for 
wanting  to  go  into  it.   It  was  also  a  new  field  opening  up,  and  it 
was  not  too  long  before  people  figured  out  that  this  was  going  to 
not  go  away  real  fast,  and  this  was  a  whole  career  opportunity. 
So  many  people  started  in  AIDS  at  the  beginning  of  their  career, 
and  it  may  be  their  career  for  the  rest  of  their  professional 
lives,  if  they  don't  burn  out. 

But  it  just  happened  to  me  because  I  happened  to  be  there, 
and  because  of  the  field  that  I  was  in.   So  I  never  saw  it  as 
something  that  I  went  out  after.   I  didn't  approach  it  in  that 
way,  which  many  people  probably  did.   So  it  just  seemed  to  me, 
Well,  how  could  I  deal  with  this  as  a  part  of  my  job?  What  seemed 
right  for  my  job  and  what  I  was  normally  expected  to  do  in  my  job? 

But  after  a  while,  I  became  involved  in  it  at  a  greater 
level,  because  I  started  realizing  that  I  liked  what  I  was  doing. 
I  liked  it  because  I  was  getting  a  lot  more  satisfaction  because  I 
could  see  more  results  from  what  I  was  doing  than  many  of  those 
disappointing  old  times,  when  you  try  so  hard  to  teach  people 
things,  and  they  don't  get  it.   Or  they  have  a  million  reasons  why 
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they're  too  busy  to  do  something.   It  felt  like  I  was  actually 
doing  something  that  helped  out,  and  that  is  very  seductive. 

When  1  first  started  in  my  job  [1969],  I  felt  really 
satisfied,  because  I  really  helped  set  up  the  program  that  I  was 
in  and  developed  it  from  scratch  from  what  little  information  we 
had  from  CDC.   Other  than  those  earliest  days,  this  period  when  I 
was  involved  with  AIDS  was  probably  the  time  that  gave  me  the  most 
satisfaction  of  any  of  my  work  years,  just  because  I  felt  I  had 
more  impact,  and  I  was  finally  using  my  brain  cells  and  using  my 
knowledge  and  able  to  use  it.   I  was  able  to  get  around,  for  quite 
a  while,  a  lot  of  the  political  issues,  because  nobody  else  wanted 
to.   They  might  criticize  you  for  how  you're  doing  something,  but 
they  don't  want  to  do  it  themselves.   So  there  was  a  willingness 
to  let  you  go  out  there  and  break  the  ground,  and  then  they'll 
come  along  and  criticize  you  afterwards. 

Hughes:   Well,  Grace,  thank  you. 
Lusby:    Thank  you. 
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INTERVIEW  HISTORY--Diane  Miller 


Diane  Miller,  although  a  hospital  administrator  rather  than  a  nurse, 
was  interviewed  at  the  recommendation  of  several  nurses  for  the  AIDS  nurses 
series  because  of  the  broad  perspective  which  she  could  and  did  provide  on 
AIDS  activities  at  San  Francisco  General  Hospital  in  the  years  1981-1984. 
As  a  high-level  hospital  administrator,  she  was  involved  in  virtually  every 
step  of  developing  AIDS  programs  at  the  General. 

Miller  from  her  viewpoint  as  an  administrator  is  able  to  place  AIDS 
activities  in  the  general  context  of  overall  hospital  activities  in  a  way 
which  other  interviewees  in  the  AIDS  oral  history  series  are  unable  to 
match.   While  the  implications  of  the  AIDS  epidemic  for  hospital  operations 
were  of  major  importance  to  her,  particularly  as  the  enormity  of  the 
epidemic  became  evident,  they  were  far  from  her  only  concern.   Miller 
relates  in  the  oral  history  how  the  Medically  Indigent  Adults  Program  was  a 
dominant  issue  in  the  early  1980s  and  how  its  failure  to  materialize  fed 
into  the  formation  of  the  AIDS  Clinic.   She  also  paints  early  AIDS 
activities  at  San  Francisco  General,  which  other  oral  histories  in  this 
series  have  vividly  described,  against  the  looming  threat  in  1983  of  the 
hospital's  loss  of  accreditation.   Although  the  crisis  was  averted,  few 
problems  could  be  more  urgent  in  the  life  of  a  hospital  administrator.   For 
this  and  other  reasons,  AIDS  activities  at  the  General  evolved  with  less 
administrative  oversight  than  might  have  been  the  case  in  calmer  times. 

Yet  Miller,  despite  the  many  other  responsibilities  of  her  position, 
was  always  concerned  to  make  and  support  programmatic  decisions  that 
ensured  AIDS  patients  the  compassionate  care  she  thought  they  deserved. 
She  was  a  hands-on  administrator  who  walked  the  hospital  wards  and  halls  on 
a  daily  basis,  keeping  her  finger  on  the  hospital's  pulse  and  steering  it 
to  the  best  of  her  ability  towards  policies  and  decisions  favoring  patient 
welfare.   Miller  was  the  administrative  presence  in  staffing,  space, 
financing,  and  policy  decisions  regarding  formation  of  the  AIDS  clinic  and 
ward  and  in  integrating  AIDS  activities  with  other  hospital  services,  all 
of  which  in  one  way  or  another  were  affected  by  the  influx  of  AIDS 
patients . 

Miller  is  the  only  voice  in  this  series,  including  that  of  health 
department  director  Mervyn  Silverman,  which  clearly  delineates  San 
Francisco  General  as  a  hybrid  institution.   To  simplify  the  hospital's 
complex  allegiances,  UCSF  provides  it  with  physician  services,  and  the 
county  provides  nursing  and  administrative  services.   Miller  presents  the 
hospital  as  a  third  entity  with  major  administrative  and  financial  ties  to 
the  county  and  UC  but  with  a  unique  and  sometimes  renegade  role  in  the 
medical  life  of  San  Francisco. 


165 

The  Oral  History  Process 

Two  interviews  were  conducted  with  Miller  on  December  12  and  27,  1995 
in  her  office  in  the  administration  section  of  San  Francisco  General 
Hospital.   Each  recording  session  was  preceded  by  an  unrecorded 
conversation  which  provided  information  used  in  the  subsequent  interviews. 
Soft  spoken  and  reflective,  Miller  responded,  often  after  thoughtful 
pauses,  with  full  answers  to  the  interviewer's  questions.   The  reader  might 
look  between  the  lines  of  the  oral  history  for  Miller's  quiet  pride  in  the 
hospital's  history  of  service  to  the  community.   After  considerable  delay, 
Miller  returned  the  lightly  edited  transcripts  with  a  few  corrections. 
Miller's  quiet  pride  in  San  Francisco  General  and  its  history  of  service  to 
the  community  underlies  the  interviews  but  is  explicit  in  the  following. 
Asked  if  she  found  .the  hospital  when  she  first  arrived  in  1981  to  be  the 
place  which  she  anticipated,  she  responded: 

Every  bit  of  it.   It's  very  rich  in  tradition  and  oral  history 
and  myths  and  good  guys  and  bad  guys  and  villains .   Even  though 
so  much  has  changed  in  the  fifteen  years  I've  been  here,  it 
still  has  a  real  cowboy  mentality  and  a  real  ability  to  take  on 
a  big  issue  and  take  it  on  and  take  it  on.   Most  of  the  people 
here  want  to  work  in  an  organization  where  the  primary  mission 
is  to  take  care  of  the  underserved,  and  whether  it's  the  more 
academic  side,  or  whether  it's  the  union  organizing,  there's  a 
common  dedication. 

And  as  this  oral  history  indicates,  it  was  with  this  dedication  that 
Diane  Miller  approached  AIDS  policy  at  San  Francisco  General  Hospital. 
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INTERVIEW  WITH  DIANE  MILLER,  MPH 


I   EDUCATION  AND  EARLY  CAREER 

[Interview  1:  December  19,  1995 )##' 

[Miller's  office,  San  Francisco  General  Hospital] 


Hughes:   Let's  start  with  a  brief  account  of  where  you  were  born  and 

educated,  and  how  you  arrived  at  San  Francisco  General  Hospital 
[SFGH]  in  1981. 

Miller:   I  am  originally  from  Chicago.   My  education  was  at  Catholic  girls' 
schools  and  Loyola  for  college.   Then  I  went  to  UCLA  and  have  a 
master's  in  public  health  and  hospital  administration.   I  ended  up 
at  San  Francisco  General.   I  think  the  career  path  had  to  do  not 
so  much  with  health  care  but  with  a  real  interest  in  working  with 
the  underserved.   Some  of  my  previous  jobs  included  the  Haight- 
Ashbury  Free  Clinic;  I  worked  there  for  several  years.   I  worked 
in  a  Mexican  school  on  the  south  side  of  Chicago,  and  worked  on  a 
suicide  line.   I  did  a  lot  of  work  focusing  on  underserved 
neighborhoods  and  underserved  communities,  and  that  link  between 
social  justice  or  social  injustice,  and  that  relationship  to 
health  care. 

Hughes:  Was  this  as  a  volunteer? 

Miller:  No,  these  were  all  regular  jobs. 

Hughes:  At  the  administrative  end? 

Miller:  One  job  was  teaching,  but  all  the  others  were  administrative. 


1  ##  This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or 
ended.   A  guide  to  the  tapes  follows  the  transcript. 
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II   SAN  FRANCISCO  GENERAL  HOSPITAL 


Institutional  History 


Hughes:   How  did  you  come  to  move  to  San  Francisco  General  Hospital? 

Miller:   It  was  shortly  after  graduate  school,  and  I  worked  at  the  Public 
Health  Service  Hospital  for  one  year.   The  county  hospital  in 
whatever  city,  but  especially  in  San  Francisco,  seems  like  the 
ultimate  challenge  of  bringing  together  the  issues  of  social 
justice,  health  care,  and  a  place  where  I  felt  in  my  own  career 
and  my  own  life  that  I  was  ready  for  a  mainstream  challenge.   All 
the  other  jobs  had  been  in  alternative  agencies,  and  that  in  some 
ways  is  kind  of  easy.   You  know  what's  right.   But  in  a 
bureaucracy,  trying  to  carry  out  a  certain  point  of  view  or  act  in 
a  certain  way  or  push  a  certain  agenda  is  much  harder. 

Hughes:   Was  San  Francisco  General  the  place  that  you  anticipated? 

Miller:   Every  bit  of  it.   [laughter]   It's  very  rich  in  tradition  and  oral 
history  and  myths  and  good  guys  and  villains.   Even  though  so  much 
has  changed  in  the  fifteen  years  that  I've  been  here,  it  still  has 
a  real  cowboy  mentality  and  a  real  ability  to  take  on  a  big  issue 
and  take  it  on  and  take  it  on.  Most  of  the  people  here  want  to 
work  in  an  organization  where  the  primary  mission  is  to  take  care 
of  the  underserved,  and  whether  it's  the  more  academic  side,  or 
whether  it's  the  union  organizing,  there's  a  common  dedication. 

Hughes:   Do  you  find  that  spirit  changing  now  that,  because  of  AIDS 

medicine  and  the  fairly  new  basic  science  emphasis,  the  General 
has  arrived  in  orthodox  biomedical  circles?   Is  that  a  mixed 
blessing?  Do  you  now  attract  the  "wrong"  people  [laughter] 
because  of  these  successes? 

Miller:   Well,  we  may  attract  the  wrong  people,  but  they  get  Generalized 
after  a  while,  so  it's  okay.   If  anything,  I  think  the  barriers, 
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the  parallel  universes,  if  you  will,  are  breaking  down,  so  that 
there's  more  of  a  common  agenda.   There's  not  so  much--at  least  I 
hope  this  is  true  —  distrust  between  the  city  and  the  university, 
between  the  physicians  and  the  nurses,  the  bureaucrats  and  the 
academics.   I  think  that  whatever  role  each  of  us  plays,  we  all 
want  this  organization  to  continue,  and  that  the  forces  that  we're 
up  against  right  now  are  market  forces,  which  is  certainly 
something  we  never  thought  we'd  be  talking  about.   And  that's  so 
strange  for  everyone  that  it's  making  us  allies,  because  the  enemy 
is  out  there. 

Hughes:   Well,  talk  about  this  rather  unique  arrangement  in  which  the 
institution  has  joint  allegiances,  one  of  course  being  to  the 
city,  and  the  other  to  the  university.   Do  you  know  the  history? 

Miller:   I  do  know  the  history  of  it.   It's  a  county  hospital  and  at  one 
time  it  was  in  North  Beach.   At  the  turn  of  the  century  the 
hospital  was  moved  to  Potrero  Hill  from  its  former  location  at 
Stockton  and  Francisco.   The  story  of  the  teaching  program  goes 
back  to  that  early  relationship  between  San  Francisco's  two 
medical  schools  and  the  county  hospital.   The  University  of 
California,  which  acquired  Toland  Hall  in  1873,  and  Stanford-Lane 
provided  the  medical  care  at  San  Francisco  General  Hospital.   Both 
of  those  institutions  also  had  training  programs  at  San  Francisco 
General.   In  1959,  when  Stanford-Lane  [Medical  School]  moved  to 
Palo  Alto,  the  University  of  California  became  the  exclusive 
provider,  if  you  will,  for  the  county  hospital.   A  two-page  letter 
that  acted  as  the  contract  and  the  affiliation  agreement  was  the 
only  document  that  we  had  between  1959  and  1994  that  showed  that 
we  had  this  agreement. 

The  university  affiliation  and  the  university  contract  in 
some  ways  are  different  things.   The  affiliation  speaks  to  the 
agreement  to  have  the  university  provide  the  medical  services,  to 
ensure  quality  of  care,  for  the  hospital  to  open  the  institution 
for  the  training  program,  and  to  open  the  institution  for  clinical 
and  basic  sciences  research.   And  then  there  is  a  yearly  contract 
negotiated  between  the  city  and  the  university  that  is  now  at 
about  $50  million.   It  covers  physician  salaries  and  certain 
contract  services,  the  clinical  laboratory  and  the  AIDS  Clinic 
being  two  of  those  contract  services. 

So  from  the  city's  point  of  view,  it's  all  San  Francisco 
General;  they're  our  patients,  our  medical  records,  our  providers, 
our  program.   And  we  carry  out  that  program  through  two  employee 
relationships.   One  employs  our  own  city  workers,  and  the  other  is 
through  this  contract  or  affiliation  with  UCSF. 

Hughes:   How  well  has  that  worked? 
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Miller:   It  depends  on  whom  you  talk  to.   There  is  absolutely  no  doubt  that 
the  affiliation  and  having  the  university  provide  medical 
services,  and  having  the  university  name,  has  given  San  Francisco 
General  a  respectability  and  a  reputation  for  quality  services 
that  many  other  county  hospitals  don't  have.   It  truly  has 
guaranteed  a  certain  level  of  advancement,  and  keeps  us  on  a 
certain  edge  that  I  think  is  very  healthy.   Like  every  other 
teaching  institution  in  the  country,  especially  on  the  two  coasts, 
we  are  having  the  difficulty  now  of,  How  do  you  compete  in  a 
market  where  so  many  of  the  decisions  are  based  on  cost  or  the 
ability  to  survive  based  on  fixed  capitation,  when  you're  running 
a  training  program  and  that  training  program,  by  definition,  is 
expensive? 

In  the  old  days  when  the  majority  of  the  care  and  training 
was  handled  on  an  inpatient  basis,  it  probably  broke  even  or  was 
even  cost-effective.   But  as  hospital  days  dwindle  and  we're 
really  emphasizing  more  ambulatory  care,  that's  an  important  but  a 
non-cost-effective  mode  for  training  new  medical  providers. 

We're  all  going  to  have  to  change,  so  we  want  to  do  it  with 
UCSF  rather  than  do  it  without  them—again,  this  philosophy  about 
dedication  to  a  single  standard  of  care,  to  justice,  equality, 
whatever  brings  people  here.   I'm  glad  that  all  of  the  [UCSF] 
residents  at  some  point  rotate  through  here.   There  is  that  one 
glimpse  for  sure  that  they  have  of  another  side  of  life. 


Relations  with  UCSF 


Hughes:   When  you  arrived,  was  there  a  feeling  of  San  Francisco  General 
being  the  "poor  sister"  in  terms  of  the  Parnassus  campus? 

Miller:   Oh,  I  think  it  was  even  more  distant  than  sister.   It  was  the 

single  word,  "the  university,"  and  whether  it  meant  the  medical 
center  or  the  research  or  training  program  or  the  individual 
departments,  they  were  all  sort  of  mushed  together.   And  even  the 
dean's  office,  the  university  administrative  presence  on  this 
campus,  was  "the  university"  or  "the  dean's  office."  There  wasn't 
much  real  collaborative  management  or  collaborative  planning  [with 
the  county] . 

So  it  was  this  idea  of  the  parallel  universe:   the 
university  here  doing  university  things,  and  the  hospital  meeting 
over  the  patients.   But  not  meeting  over,  "How  do  we  take  this 
enterprise  and  make  it  the  best  that  we  can  for  our  multiple 
missions?"  And  all  of  those  missions  are  of  value. 
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Hughes:   Was  that  simply  short-sightedness?  Or  was  there  more  to  it? 

Miller:   I  think  there  was  a  lack  of  trust  for  sure,  perhaps  a  lack  of 
respect.   And  I  also  think  that  even  as  late  as  1981,  probably 
academics  didn't  want  to  get  involved  too  much  in  the  running  of 
hospitals.   The  character  of  crazy  San  Francisco  government,  and 
the  health  department  being  one  bureaucracy,  a  SFGH/UCSF  single 
identity  within  that  crazy  system  maybe  seemed  a  little 
overwhelming  to  try  and  get  involved  with.   So  it  was  easier  to 
sit  back  and  say  what  needed  to  be  done,  maybe  take  a  couple  of 
potshots  occasionally,  to  complain,  but  not  really  get  in  and  roll 
up  your  sleeves  and  take  it  on. 

From  the  city's  side,  there  was  a  reaction  to  the  university 
being  pompous,  arrogant-- [telephone  interruption]   The  view  was 
the  academics  were  only  interested  in  their  research,  only 
interested  in  teaching. 


Hospital  Administration 


Miller:   San  Francisco  General  had  a  history  of  not  having  strong 

administrative  staff.   In  fact,  for  a  while  in  the  seventies,  Bill 
Kerr  [UCSF  medical  center  administrator]  was  the  acting 
administrator  here,  because  at  that  point  they  couldn't  get 
anybody  else  to  do  it.   Bill  came  to  protect  the  university's 
interests,  and  also  he  represented  the  university's  commitment  to 
the  city  overall. 

We  had  multiple  administrators  over  this  last  twenty  years; 
probably  twenty  administrators  in  twenty  years.   We're  on  a  roll 
now;  we've  had  the  same  one  for  four.   If  the  medical  staff  or  the 
dean's  office  started  developing  a  working  relationship  with  one 
particular  person  or  with  one  team,  something  would  go  wrong 
somewhere  along  the  way,  and  there  would  be  some  budget  crisis  or 
some  scandal,  and  that  person  would  be  gone.   So  I  think  that  also 
might  explain  one  of  the  reasons  why  there  wasn't  a  real  tight 
bond  between  the  two  sides.   There  was  also,  going  into  the  early 
eighties,  not  a  great  deal  of  respect  between  the  medical  staff 
and  the  nursing  staff,  and  some  real  problems  in  the  nursing 
program. 

Hughes:   What  general  problem?  You  mean  more  than  personality? 

Miller:  Certainly  some  of  it  was  personality.  Some  of  it  had  to  do  with 
very  poor  management,  which  was  funny,  because  right  before  that 
period  there  had  been  absolutely  outstanding  nursing  management. 
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I'm  not  sure  at  what  point  in  the  seventies,  but  let's  say  from 
'75  to  '83,  so  an  eight-year  period  there,  the  quality  of  the 
nursing  management  was  such  that  there  really  was  almost  no 
respect  from  the  medical  staff,  and  almost  no  interaction  between 
the  administrative  staff  and  the  nursing  staff. 

The  front-line  nurses,  certainly  the  critical  care  nurses 
and  the  ED  [Emergency  Department]  nurses,  at  least  the  way  the 
myths  go,  were  very  independent  and  very  good,  very  skilled,  and 
weren't  influenced  at  all  by  either  the  medical  staff  or  the 
administrative  staff.   They  just  did  what  they  needed  to  do,  and 
did  it  very  well.   But  as  a  tight  organization,  nursing  at  that 
period  was  not  great.   Less  than  great. 


Relations  with  the  San  Francisco  Health  Department 


Miller:   There's  one  other  relationship  in  here  that's  worth  pointing  out, 
because  this  becomes  more  important  later  on,  and  that  was  the 
hospital's  position  within  the  administrative  organization  of  the 
health  department.   It's  the  county  hospital  that's  part  of  the 
county  health  department,  which  is  not  necessarily  the  case.   In 
many  counties,  the  hospital  system  is  outside  public  health. 
Later  on  in  the  epidemic,  this  becomes  important,  because  you  have 
within  one  organization  both  the  public  health  side  and  the  policy 
side  with  the  direct  care  providers. 

So,  the  decision-making  [chain]  was  hospital  administrator 
to  the  director  of  health,  and  within  the  department  of  health  was 
the  community-based  public  health  clinics,  long-term  care,  Laguna 
Honda  Hospital,  mental  health,  substance  abuse.   So  the  full 
continuum  of  services,  but  almost  no  one  talked  to  each  other. 
These  were  the  pre-MIS  days,  much  closer  institutional  links,  and 
so  even  though  were  all  part  of  one  health  department,  there  was 
very  little  integration. 

The  health  department,  which  I  think  is  the  largest  city 
agency  in  terms  of  the  number  of  employees  and  the  dollars  of 
funding,  all  reported  to  the  CAO  [chief  administrative  officer], 
who  was  appointed  by  the  mayor  for  a  ten-year  period.   Roger  Boas 
was  the  CAO  at  the  beginning  of  the  epidemic.   His  relationship 
with  Merv  Silverman  was  disastrous.   He  never  liked  the  man, 
and /or  his  relationship  got  worse  as  the  years  went  on.   So 
dealing  with  a  difficult  situation,  whether  it  was  the  funding 
situation  or  public  health  or  the  hospital  accreditation,  and 
given  the  character  of  who  and  what  Roger  Boas  was,  there  was  no 
meeting  of  the  minds  there.   So  it  was  a  disaster  waiting  to 
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happen,  and  it  did. 

Hughes:   What  was  the  basis  for  the  difficulty  between  Boas  and  Silverman? 
Miller:   I  have  no  idea. 

Hughes:   It  wasn't  just  a  straight  disagreement  on  how  a  county  hospital 
should  be  administered? 

Miller:   I  don't  think  so.   I  think  they  had  bad  chemistry. 
Hughes:   A  personal  thing. 
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III   THE  AIDS  EPIDEMIC 


The  AIDS  Clinic,  Ward  86 


The  Oncology  Service  at  SFGH 


Hughes:   Well,  this  is  what  you  stepped  into  just  a  few  months  before  the 
AIDS  epidemic  was  recognized;  the  first  publications  come  out  in 
June  and  July  of  1981.   When  did  you  first  hear  that  there  was 
something  unusual  going  on? 

Miller:   You  know,  I  think  I  did  in  1982,  but  it  really  didn't  mean 

anything  to  me.   We  had  a  very  small  oncology  program,  and-- 

Hughes:   Why  was  that? 

Miller:   I  think  oncology  as  a  service,  as  a  product  line,  was  really  just 
starting. 

Hughes:   You  mean  in  general? 

Miller:   In  general.   There  was  certainly  cancer  care  going  on,  but  we 
didn't  have  the  ability  to  do  radiation  therapy.   All  of  those 
patients  were  referred  to  the  university.   There  had  not  been  an 
oncologist  on  staff,  and  there  had  been  a  transition  in  leadership 
within  the  Department  of  Medicine.   Merle  Sande  came  in  late  1980 
and  really  rebuilt  the  Department  of  Medicine.1  They  had  been 
without  a  chief  for  several  years,  and  at  a  time  when  the  hospital 


1  See  the  oral  history  with  Merle  A.  Sande,  M.D.   San  Francisco  AIDS 
Oral  History  Project:   The  Medical  Response,  1981-1984.   An  oral  history  by 
Sally  Smith  Hughes,  Ph.D.,  recorded  in  1993  and  1994,  Regional  Oral  History 
Office,  The  Bancroft  Library,  University  of  California,  Berkeley. 
Hereafter,  UCB  AIDS  physicians  series. 
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was  going  through  administrative  changes.   So  I  think  there  wasn't 
the  leadership  to  say,  "We  need  to  build  an  oncology  program." 

So  one  of  the  first  things  that  Merle  wanted  to  do  was  to 
start  building  an  oncology  program.   He  worked  out  an  arrangement 
with  the  person  who  was  the  director  of  the  hospital  at  the  time, 
Geoff  Leong,  to  start  on  a  pilot  basis  a  professional  fee  oncology 
service  because  the  hospital  wouldn't  support  it.   If  the 
Department  of  Medicine  could  support  it  themselves,  they  could 
have  it.   Here's  the  space;  here  are  the  supplies.   So  Merle 
brought  Paul  Volberding  to  start  up  this  small  oncology  service. 

I  think  my  first  memory  of  that  was  the  then-director  of 
nursing  complaining  about  some  nursing  practice,  because  the  nurse 
in  that  clinic,  Gayling  Gee,1  was  a  university  employee  and  didn't 
report  to  her,  and  so  [the  director  imagined]  there  must  be  some 
sort  of  quality  issue  here  or  something.   It  was  just  a  silly 
little  thing  that  happened  in  a  meeting  sometime,  and  I  probably 
didn't  hear  anything  about  it  again  for  another  six  months.   But  I 
remember  not  being  able  to  understand  why  that  clinic  was 
different,  and  so  that  stuck  in  my  mind. 

In  that  discussion  was  the  picture  of  where  they  were 
actually  holding  the  clinic,  which  was  on  Ward  5B  where  the 
housestaff  slept.   There  was  this  new  disease,  or  this  new 
something,  and  there's  probably  a  whole  twelve-month  period  in 
there  where  that's  my  only  recollection  or  my  only  exposure. 


The  Medically  Indigent  Adults  Program 

Miller:   I  didn't  really  start  knowing  about  this  epidemic  or  thinking 

about  it  until  late  1982,  when  we  started  preparing  to  make  some 
space  and  programmatic  changes  in  order  for  the  hospital  to  take 
on  an  expanded  role  in  caring  for  patients  who  were  then  called 
medically  indigent  adults  [MIAs],  people  who  were  going  to  be 
dropped  from  the  state  Medi-Cal  program.  With  that  Medi-Cal 
sticker  they  had  been  allowed  to  go  to  any  private  physician  who 
would  take  their  services,  but  now  all  of  those  people  were  going 
to  become  the  responsibility  of  the  county. 

So  we  were  opening  up  a  new  inpatient  ward,  and  that  ward 
was  going  to  be  5B.   So  the  moving  of  the  ward  caused  us  to  have 
to  move  the  clinic.  And  at  that  same  time,  there  was  the 


See  the  oral  history  with  Gayling  Gee  in  this  volume. 
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awareness  that  the  clinic  was  growing,  and  the  reason  the  clinic 
was  growing  was  because  they  had  these  new  patients,  and  these  new 
patients  had  this  new  disease.   So  we  were  going  to  have  to  set 
something  up  that  would  allow  for  more  space  and  more  staffing. 

That  seemed  like  such  a  small  problem--it  was  just  a  little 
clinic--in  comparison  to  this  other  problem,  which  was  the  MIA 
transfer.  We  were  going  to  have  50,000  or  60,000  people  showing 
up  on  our  doorsteps  on  day  one. 

And  that  indeed  was  where  the  MIA  program  was  for  a  while? 


The  patients  never  showed,  and  this 
showed  up  instead.  I  guess  January 
transition  went  into  place.  During 
we  never  saw  the  influx  of  patients 
to  see.  We  knew  from  looking  at  the 
there  were  at  least  thirty  patients 
given  day  who  were  in  this  category 
get  sick  at  the  same  rate,  and  this 
them. 


other  group  [AIDS  patients] 
1,  '83,  was  when  the 
the  late  winter,  early  spring, 
that  we  thought  we  were  going 

old  Medi-Cal  records  that 
in  private  hospitals  on  any 

So  we  assumed,  Well,  they'll 
is  where  we'll  hospitalize 


Well,  it  didn't  happen  that  way,  so  there  really  wasn't  the 
demand  to  open  a  new  unit,  so  even  though  it  was  renovated  and  the 
beds  were  in  and  everything  was  ready,  we  didn't  open  it. 


And  it  was  definitely  the  right  decision.   But  the  reason  it  was 
all  ready  was  not  that  we  moved  so  quickly  on  AIDS. 

So  the  ward  was  really,  in  a  sense,  looking  for  patients, 
[laughter] 


Miller:   Yes. 


Early  AIDS  Education  at  SFGH 


Miller:   I  guess  in  this  same  time  period--!  can't  remember  which  happened 
first  now—the  hospital  also  put  together  a  pretty  good  AIDS  staff 
education  program.   Elaine  Coleman,  who's  still  here,  was  one  of 
the  nurses  who  worked  on  that.   Tracy—there  were  a  couple  of 
nurses  from  employee  health.   They  met  with  every  unit  of  the 
hospital,  even  the  billing  people,  and  essentially  went  through 
what  this  new  disease  was. 


Hughes : 
Miller: 
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When  was  this  now? 

I  think  this  was  January  of  '83. 

That  would  coincide  with  the  opening  of  Ward  86  [the  AIDS  clinic]? 
Does  that  sound  right? 

Yes,  because  I  think  Paul  and  Connie  [Wofsy]  both  acted  as 
consults  on  that  education  service,  and  they  actually  did  a  lot  of 
the  talking  at  that  time. 

I  was  going  to  ask  you  where  Elaine  and  the  others  got  their 
information? 

I  think  it  was  from- -in  fact,  I  know  it  was  from  Paul  and  Connie. 
I  don't  remember  Donald  [Abrams]  being  so  much  involved  at  that 
stage.   I  don't  think  he  really  came  until  later. 

Yes,  he  didn't  come  to  SFGH  until  the  middle  of  that  year.1 

Yes,  because  he  had  just  finished  his  fellowship  in  oncology  at 
UCSF,  so  July  would  have  been-- 


So  it  was  just  Paul  and  Connie, 
you  call  them  in-services? 


What  was  the  impetus  for—would 


Miller:   They  were  definitely  in-services. 

This  is  a  funny  aside,  but  Ward  86  is  in  Building  80. 
Building  90,  the  building  that's  perpendicular  and  adjacent,  used 
to  be  an  inpatient  psychiatric  hospital,  and  the  80  building  was  a 
maternal-child  hospital.   After  the  new  hospital  opened,  it  seemed 
like  we  put  a  bunch  of  programs  in  those  buildings  which  you  could 
say  all  had  a  social  stigma--TB  [tuberculosis],  substance  abuse, 
refugees,  and  AIDS.   There  was  clearly  no  plan,  but  then  all  of  a 
sudden  you'd  look  at  it  and  say,  "What  have  we  done  here?" 

My  memory  is  that  there  was  something  that  happened  with  the 
buildings  and  grounds  people  that  actually  started  with  the 
refugees  that  were  one  floor  below  [Ward  85].   The  maintenance 
people  and  the  engineers  had  some  real  fears  about  these  Southeast 
Asians.   Some  of  it  was  social  discomfort;  some  of  it  was  they 
were  afraid  that  they  were  going  to  get  some  tropical  disease.   I 
had  been  involved  with  moving  that  program  in  maybe  six  months 
before,  and  we  had  done  some  in-services  based  on,  "What  diseases 
are  you  going  to  get?"   I  think  something  came  up  where  some  of 


See  Donald  Abrams1  oral  history  in  the  UCB  AIDS  physicians  series. 
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the  engineers  felt  very  unsafe  or  uncomfortable  doing  the 
renovation  on  Ward  86.   Clearly,  there  must  have  been  other 
reasons  for  having  the  AIDS  in-services,  but  there  were  enough 
things  that  were  popping  up,  and  I  think  that  maybe  individuals 
kept  calling  Paul  and  Connie,  just  these  random  calls. 

I'm  not  sure  who  it  was  that  organized  the  in-services,  but 
the  way  they  were  done  was  really  quite  wonderful.   It  was  as  much 
information- -it  was  kind  of  a  presentation—and  as  much  time  as 
the  unit  wanted,  in  terms  of  what  are  the  questions,  what  are  the 
issues.   Each  unit  was  assigned  one  person  from  employee  health  so 
that,  as  questions  came  up  a  couple  of  days  later,  they  could 
call,  so  they'd  have  a  contact.   Grace  [Lusby]  was  certainly 
involved  in  that . ' 

Hughes:   So  it  entailed  the  infection  control  people  and  the  AIDS 
physicians.   Who  else? 

Miller:   Employee  health.   I  don't  think  anyone  else.   Maybe  two  years 

later,  there  was  a  site  component.   But  I  think  by  that  time,  it 
peaked  and  it  was  decided,  We  don't  really  need  that  part. 

Hughes:   I'm  guessing  that  fear  of  AIDS  is  building  in  1982.   Would  that  be 
your  memory? 

Miller:   I  think  '82  might  be  too  soon.   My  memory  is  that  the  anxiety  is 
really  in  early  '83,  not  '82. 

Hughes:   Why  then? 

Miller:   The  picture  I  have  in  my  mind  was  that  with  [Ward]  86  having  a 
place,  and  Paul  and  Connie  having  a  place,  there  was  someone  to 
call,  and  so  the  anxiety  becomes  visible,  at  least  to  an 
administrator.   So  maybe  the  anxiety  was  out  there  earlier,  but  I 
as  an  administrator  didn't  see  it  until  '83. 


Formation  of  the  AIDS  Clinic,  Ward  86 


Hughes:   Well,  is  the  next  step  to  talk  about  the  formation  and  funding  of 
Ward  86? 

Miller:   Yes.   I'm  actually  not  aware  of  all  of  the  politicking  that  Paul 
did.   I  think  he  did  it  by  the  seat  of  his  pants.   He  did  a 


See  the  oral  history  with  Grace  Lusby  in  this  volume, 
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wonderful  job  of  explaining  the  situation,  getting  into  the  right 
doors,  and  Willie  Brown  was  certainly  one  of  the  right  doors. 

What  were  some  of  the  others? 

Mayor  Dianne  Feinstein.   Those  are  the  two  that  I  know  for  sure. 

I  think  that  Paul  for  sure,  and  Connie,  but  I  think  there's 
one  person  who  created  the  AIDS  style  of  care,  and  the  advocacy, 
and  the  response;  I  think  it's  Paul.   I  think  that  he  had  a  charm 
that  is  very  intimate  and  could  look  at  you  and  explain  to  you  why 
you  needed  to  be  involved,  and  would  express  his  own  concern.   He 
would  talk  about--!  think  at  the  time  he  only  had  one  kid--"I  have 
a  son  at  home.   I  too  am  worried  about  coming  home,  and  I  don't 
know  if  I'm  bringing  any  illness  home.   But  I  feel  I  need  to  do 
this  [care  of  patients  with  AIDS]." 

There  was,  especially  at  that  period,  translating  a  certain 
amount  of  murk  and  chaos,  but  more  murk--"What  is  it?"--  into 
something  that  somebody  needed  to  do  something  about.   Certainly 
in  my  experience  in  the  city,  I  never  have  seen  anything  move  so 
quickly  from  that  undefined  problem  to,  Okay,  here's  an  action 
plan.   Not  a  resolution  by  any  means,  but  we  can  do  this,  this, 
and  this . 


The  things  that  we  can  do  are  a  clinic  and  an  inpatient  unit? 
that  the  general  tenor? 


Was 


Certainly  the  clinic.   Or  we  need  more  funding;  we  need  more 
doctors;  we  need  research;  we  need  education.   This  can't  be  just 
a  county  hospital  problem  or  a  university  problem.   If  this 
disease  is  going  to  go  the  way  a  virus  would  go,  it's  going  to  be 
everybody's  problem.   So  how  do  we  take  care  of  the  patients  who 
are  in  our  environment,  and  how  do  we  also  educate  the  wider 
community? 


AIDS  Activities  at  San  Francisco  General 


Funding 


Miller:   My  memory  is  that  Paul  was  very  involved  at  that  stage.   It 

actually  comes  a  little  bit  later,  but  the  perception  that,  It's 
not  just  the  patient  in  front  of  us  now,  but  it's  going  to  be  a 
bigger  problem,  and  we  need  to  have  a  bigger  solution. 
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Hughes:   Well,  the  very  fact  that  he  was  talking  about  a  clinic,  and  then 

an  inpatient  unit,  implies  that  the  epidemic  was  a  problem  that  he 
thought  was  going  to  persist  and  provide  enough  business,  to  put 
it  crassly,  to  establish  these  entities. 

Miller:   Yes,  right.   And  we  had  $60  or  $90  million  from  the  city--I  can't 
remember  what  that  figure  is  now,  but  a  large  amount  of  money-- 
which  we  were  playing  with  to  take  care  of  this  other  problem 
which  was  the  MIAs  [medically  indigent  adults].  We  put  together 
one  other  supplemental  which  I  think  was  for  about  $1.2  million  to 
bring  in  additional  staff  to  do  some  renovation.   And  even  from 
the  very  beginning,  there  was  a  little  bit  of  money  in  there  for 
research,  which  was  pretty  much  unheard  of  on  the  city's  part,  to 
be  supporting  research. 

Hughes:   You're  talking  about  the  AIDS  effort  here,  right? 
Miller:   Yes. 

Hughes:   Well,  was  that  research  money  perhaps  part  of  the  $450,000  that 
the  board  of  supervisors  approved  in  September  '82?   I  know  some 
of  that,  I  think  the  bulk  of  it,  actually,  goes  to  the  clinic.   Is 
that  for  nuts  and  bolts,  or  was  there  also  some  research  money? 
The  first  substantial  money  that  the  city  approves  for  AIDS  occurs 
in  September  1982.   And  it's  not  all  for  San  Francisco  General; 
some  of  it  goes  to  Shanti  and  some  of  it  goes  to  the  KS 
Foundation,  which  later  becomes  the  AIDS  Foundation,  for 
education. 

Miller:   That  seems  early.   The  reason  I  think  it  seems  early  is  that  86 
didn't  happen  until  January  of  '83,  and  there  wasn't  anything  to 
fund  from  September  to  January. 

Hughes:   How  fast  do  you  actually  see  the  money  after  approval  by  the  board 
of  supervisors? 

Miller:   Well,  in  order  for  them  to  vote  on  it  in  September,  it  would  have 
had  to  clear  the  budget  analysts  in  August,  which  means  the 
proposal  would  have  had  to  go  in  in  July.   I  know  what  the  5B 
clinic  looked  like  in  December:  it  was  still  Paul  and  Gayling  and 
an  aide,  and  they  had  two  clinics  a  week. 

Hughes:   Yes,  it  does  sound  early.   Well,  go  into  what  you  do  know-- 
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Expansion 


Miller:   Yes.   [laughing]   The  additional  supplemental  happened  in  that 
first  couple  of  years,  but  it  seems  that  the  clinic  and  the 
resources  were  growing  at  a  phenomenal  level.   The  $1.2  million, 
which  is  what  I  think  the  first  budget  was,  then  became  part  of 
the  base  budget  for  the  following  year.   But  by  the  time  we  even 
got  to  six  months  later,  there  was,  I  think,  a  doubling.   In  terms 
of  space,  within  I  think  six  months,  the  clinic,  which  was 
probably  2,000  square  feet  of  space,  went  to  8,000  square  feet  of 
space.   So  the  sad  part  of  that  is  that  we  knock  walls  down  and 
keep  making  rooms  smaller  and  smaller,  but  the  clinic  is  still  in 
that  same  original  8,000  square  feet  of  space.   The  offices  have 
all  moved  down  to  Ward  84. 

Hughes:   Now,  what  was  prompting  that  expansion,  both  spatially  and  also 
financially,  in  '83? 

Miller:   That  is  when  the  patients  really  start  coming.   At  that  time, 

there  are  still  patients  having  trouble  getting  care  in  private 
hospitals  and  from  private  physicians.   And  it's  also  a  free,  easy 
Medi-Cal  period,  so  some  people  were  coming  here  because  they  had 
no  financial  choice. 

But  it  seemed  that  the  real  increase  in  sickness  really 
happened  at  that  point.   The  geometry  of  it  just  went  from  two 
clinics  a  week  to  five  days  a  week- -within  a  one-year  period.   And 
I  think  they  were  doing  a  certain  amount  of  screening  and  early 
research  at  that  time  period,  too,  so  some  of  the  people  who  were 
coming  in  were  not  sick  yet. 

Hughes:   That's  right.   The  AIDS  screening  clinic  started  very  early,  which 
incorporated  people  who,  indeed,  did  not  have  the  disease.1 


Referral  Patterns 


Hughes:   Do  you  know  about  referral  patterns,  how  patients  indeed  ended  up 
here? 

Miller:   Not  really.   I  know  the  stories.   There  were  certainly  the 
dramatic  stories  of  the  sick  patient  from  Florida  put  on  an 


1  For  more  on  the  screening  clinic,  see  the  oral  history  with  Gayling 
Gee  in  this  volume. 
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Miller: 


airplane  and  sent  to  San  Francisco  General,  stories  of  people  who 
lived  in  other  parts  of  the  country  who  came  seeking  care  here. 
And  although  that  all  happened,  the  majority  of  the  people  had  San 
Francisco  addresses.   Maybe  they  lived  in  Oakland  or  something, 
but  at  least  they  really  were  Bay  Area  people. 

Oh,  we  did  do  a  study  once  to  see—this  was  later,  though, 
probably  more  like  '86--how  many  AIDS  patients  had  experience  in 
the  system,  and  had  previously  come  in  for  an  emergency  room  visit 
or  an  orthofpedic]  visit,  and  so  coming  here  was  not  their  first 
event.   It  was  a  larger  number  than  we  had  originally  thought.   I 
think  we  had  identified  San  Francisco  General  as  being  more  of  a 
down-and-out  hospital,  with  a  larger  array  of  ethnic  minorities, 
and  there  were  all  these  young  white  men  coming  in,  who  probably 
had  never  been  here  before,  but  they  had.   I  mean,  many  of  them 
had,  not  necessarily  for  ongoing  primary  care,  but  had  some 
experience  here. 

So  could  I  sum  up  by  saying  that  San  Francisco  General  was  a  known 
entity  in  the  gay  community  prior  to  the  epidemic? 


I  think  it  was. 
it  was  known. 


It  may  not  have  been  the  provider  of  choice,  but 


Well,  Gary  Carr  told  me  something  interesting.1   I  think  of  the 
average  gay  patient  in  those  early  days  as  being  well-educated  and 
middle  class,  and  while  he  concurred,  he  said  that  didn't 
necessarily  mean  that  they  were  financially  stable.   Many  of  them 
were  on  the  edge,  some  of  them  by  choice;  they  didn't  want  to  be 
tied  down  to  a  nine-to-five  job. 

The  other  thing  about  the  MIA  transfers  is  that  many  of  the  people 
who  fell  into  that  category  were  gay  men.   This  is  somebody  who 
worked  in  a  restaurant  without  health  insurance,  the  people  we 
call  the  working  uninsured  now.   So  they  got  hepatitis;  they  lost 
their  job.   Or  they  drove  a  cab;  they  didn't  get  a  salary  when 
they  were  not  working.   They  got  sick,  and  they  had  been  eligible 
then  for  Medi-Cal,  but  that  changed.   So  then  for  all  of  those 
people,  their  only  recourse  was  to  come  to  us. 


1  See  Gary  Carr's  oral  history  in  the  UCB  AIDS  Nurses  Series. 
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UCSF  Policy  Regarding  AIDS  Patients 


Hughes ; 
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Hughes ; 
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Hughes; 


Well,  talk  a  little  about  the  relationship  of  AIDS  activities  here 
and  those  that  had  begun  earlier  at  UCSF.   You  may  or  may  not  know 
that  Marcus  Conant  founded  the  KS  Clinic  very  early  in  the 
epidemic.1  The  first  patients  were  being  seen  in  September  1981. 
As  you  know,  in  January  1983,  the  AIDS  Clinic  was  founded  here. 
Why,  when  AIDS  activities  started  at  UCSF,  did  they  end  up  here? 

The  myth  or  the  truth  or  the  story  was  that  UCSF  didn't  want  those 
patients.   Not  for  financial  reasons,  but  there  would  be  too  many 
AIDS  patients.   They  worried  about  distancing  the  other  patients, 
and  so  they  would  be  interested  in  keeping  the  labs,  doing 
research,  but  definitely  not  having  an  influx  of  AIDS  patients. 

I  know  this  isn't  really  true,  but  the  legend  is  that  medicine  in 
the  trenches  is  traditionally  done  here,  and  UCSF  does  the  high 
flying  clinical  and  basic  research.   So  could  you  justify  that 
decision  on  that  basis? 

If  you  looked  at  tuberculosis,  you  could  say  that  as  a 
communicable  disease  and  as  a  risk  to  the  public  health,  it's  the 
county's  responsibility.   We  have  the  TB  clinic.   When  people  are 
sick  with  TB,  we  treat  them  at  this  hospital.   You  could  make  an 
argument  that  this  [AIDS]  is  a  public  health  problem  and  refer  to 
the  link  between  the  acute  care  hospital  and  public  health 
prevention,  epidemiology,  that  that's  all  one  system. 


It  didn't  happen  that  way  at  UCLA, 
really  took  care  of  AIDS  patients. 


It  seems  UCLA  hospital 


What  about  duplication  of  service?  There's  no  rule  saying  that 
you  can't  have  the  same  sort  of  clinic  at  both  places,  is  there? 
So  that  wouldn't  be  an  argument. 

No.   I  mean,  we  have  OB  [obstetrical]  services  in  both  places;  we 
have  cardiology.   Now  we're  looking  at  what  kind  of  consolidation 
should  we  be  doing.   Let's  take  cardiology:   we  don't  truly  need 
cardiology  in  both  places. 

Who  made  the  decision  that  indeed  AIDS  medicine  should  be  largely 
at  the  General? 


1  For  more  on  the  KS  Clinic,  see  the  oral  histories  with  Conant  and 
Schietinger  in  the  UCB  AIDS  physicians  series. 
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Miller:   In  the  same  way  that  we  had  a  lack  of  leadership  in  medicine  in 
the  late  seventies,  I  think  there  was  a  lack  of  leadership  in 
medicine  at  the  department  head  level  at  UC  at  that  time.   The 
chief  of  medicine  here  now  and  then,  Merle  Sande,  is  an  ID 
[infectious  disease]  specialist.   I  am  just  guessing:  maybe  it  was 
appropriate  that  more  ID  be  done  here  because  of  his  interest.   On 
the  other  hand,  if  you  go  back  to  the  beginning  in  KS,  that's 
oncology,  and  we  had  no  real  oncology  service.   It  would  make  more 
sense  to  have  AIDS  medicine  be  up  there  at  UCSF.   I  don't  think 
they  wanted  it.   I  think  we  can  dance  around--!  don't  think  they 
wanted  it.   The  hospital  administration  wasn't  consulted.   It 
wasn't  like,  "Do  you  want  it?" 


Paul  Volberding 


Hughes:   You  said  that  Paul  Volberding  was  a  reason  for  things  happening 

here.   He  was  a  very  young  man,  in  terms  of  his  longevity  at  this 
particular  institution  or  anywhere.  When  he  took  on  the  job  as 
head  of  the  Division  of  Oncology,  it  was  his  first  academic 
position. 

Miller:   And  his  first  job. 
Hughes:   That  isn't  an  impediment? 

Miller:   Oh,  I  think  if  he  were  two  years  wiser,  he  never  would  have  done 
it.   I  think  he  was  very  naive,  "Well,  gee,  we  need  to  do  this." 


Administrative  Policy  and  Problems  at  SFGH 


Hughes:   Administrators  or  whomever  didn't  look  at  him  and  say,  "Why  should 
we  listen  to  this  assistant  professor?" 

Miller:   This  is  probably  a  good  time  to  talk  about  what  was  going  on  at 

the  General  on  the  administrative  side.   The  split  between  nursing 
and  medical  staff,  and  nursing  and  administration,  by  the  summer 
of  '83,  was  getting  pretty  awful.   There  was  an  event  that  I  don't 
want  to  talk  about  that  caused  one  of  the  medical  staff  to  write 
to  HCFA  [Health  Care  Financing  Administration]  and  to  ask  for  a 
formal  investigation  of  the  hospital.  With  that  investigation, 
almost  every  level  of  service  within  the  organization  was  found  to 
be  faulty  or  lacking  or  out  of  compliance.  With  that  came  a  major 
reorganization.   All  the  top  administrators  lost  their  jobs, 
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including  Merv  Silverman.   Because  we  did  not  have  a  trustee 
governance,  Merv  played  the  role  of  the  governing  body  of  the 
hospital.   It  was  almost  a  one-year  joint  commission  review,  is 
the  only  way  I  can  describe  it.   We  were  in  the  papers  at  least 
weekly,  sometimes  daily. 

Hughes:   In  a  way  that  you-- 

Miller:   These  were  not  PR  [public  relations]  articles  by  any  means. 

[laughter]   Oh,  boy.   I'm  not  quite  sure  exactly  when  Merv  stepped 
down,1  but  Boas  pulled  him  out  of  responsibility  for  the  hospital 
even  before  he  stepped  down  or  was  fired  or  left,  and  Mark 
Finucane,  his  deputy,  was  put  in  his  place.   People  were  brought 
in  from  Los  Angeles  to  act  as  consultants.   At  one  point,  we  had 
three  CEOs  [chief  executive  officers]  all  sharing  the  same  office. 

The  reviewers  were  just  as  hard  on  the  medical  staff  for  not 
doing  more- 
Hughes:   You  mean  to  correct  things? 

Miller:   To  correct  things,  like,  How  could  you  have  put  up  with  this  for 
so  long?   So  it  was  a  time  of  major  turning  of  the  ship.   Things 
that  we  may  have  thought  of  in  the  past  as,  Well,  it's  a  big 
bureaucracy;  it's  the  city;  we  can't  do  this,  the  state  and  HCFA 
were  saying,  "You  have  to  conform  to  the  same  standards  as 
everyone  else."  This  upheaval,  and  it  truly  was  upheaval,  and  all 
this  leadership  just  fell  by  the  wayside,  was  the  opportunity  for 
Supervisor  Nancy  Walker  to  put  forth  a  proposal  that  she  had 
wanted  for  quite  a  while,  which  was  to  have  a  public  policy 
governing  body  for  the  whole  health  department.   So  she  put 
forward  the  ballot  measure  for  the  health  commission,  and  it 
passed  that  year. 

Randy  Shilts1  book  probably  refers  to  the  byzantine  style  of 
management  within  the  health  department.2  Not  to  say  that  there 
still  aren't  byzantine  aspects,  but  at  least  you  twice  a  month 
have  to  go  forward  to  the  health  commission  with  all  of  the  policy 
issues,  all  of  the  budget  issues.   And  this  is  a  public  commission 
that's  available  to  anybody,  anytime. 


1  December,  1984.   See  the  oral  history  with  Mervyn  F.  Silverman  in 
the  UCB  AIDS  physicians  series. 

2  Randy  Shilts.  And  the  Band  Played  On:  Politics,  People,  and  the 
AIDS  Epidemic.   New  York:   Penguin  Books,  1987. 
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So  I  think  a  lot  of  the  management—nursing  leadership, 
medical  staff  leadership  —  their  attention  really  moves  to,  Get  the 
hospital  in  order.   So  AIDS  has  the  opening  to  run  the  program  and 
the  agenda  a  little  more  free-form.   No  one's  really  watching, 
[laughing] . 


AIDS  Prioritization 


Miller:   There's  a  jealousy  that  comes  up  at  this  time,  and  it  might  be  a 

little  bit  later  before  the  jealousy  really  hits,  but  certainly  in 
'84  different  medical  services  are  noticing,  How  come  AIDS  is 
getting  this?   What  about  the  other  patients?   And  the  other 
services  sort  of  ride  the  AIDS  coattails. 

Paul  and  Merle,  but  I  think  more  Paul,  bought  a  certain 
amount  of  favor  or  a  certain  amount  of  time  by  including  family 
medicine  in  the  next  supplemental,  and  so  we'll  get  a  little 
family  medicine  money;  we'll  get  a  little  psych  money; 
we'll  get  a  little  peds  [pediatrics]  money.   From  my  view,  it 
foreshadows  what  happens  later  at  the  public  health  department: 
Stop  the  complaints  by  giving  everybody  a  piece  of  the  action. 
And  it  certainly  is  something  [David]  Werdegar  does  later  on  with 
the  different  communities  in  giving  out  the  [AIDS]  prevention 
money,  where  it's  given  out  more  by  how  many  people  are  in  the 
room  rather  than  epidemiological  need  or  target  populations. 

So  there  was  the  original  attraction,  What  is  this  disease? 
And  then,  hospital  culture-wise,  it  probably  becomes,  This  is  the 
golden  boy,  or  this  is  the  golden  service,  or  this  is  the  golden 
disease,  and  whatever  we  can  attach  onto  it  will  win.   So  it 
actually  has  favored-nation  status  here,  rather  than  at  UC  where 
they  didn't  want  it,  and  that  all  seemed  to  happen  in  about  a  one- 
year  period. 


David  Werdegar 


Miller:   Dave  Werdegar  was  the  chairman  of  family  and  community  medicine. 

He's  a  university  academic.   He  becomes  the  associate  dean  here  in 
1983,  so  he  has  a  dual  role:   head  of  family  medicine  and  the 
associate  dean.   In  his  associate  dean  role,  he  sits  in  on  all  of 
these  meetings  of  trying  to  put  the  hospital  back  together  and 
building  this  new  organization.   He  comes  in  favor  with  the  mayor, 
and  in  1984  he's  appointed  first  the  interim  director  of  health, 
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and  then  the  permanent  director  of  health  of  the  San  Francisco 
Department  of  Public  Health.   At  that  same  time  period,  he's 
acting  as  the  hospital's  CEO.   So  the  hospital-city-university 
really  comes  together  as  one  entity  under  him. 

Hughes:   Does  he  have  any  particular  orientation  or  philosophy  towards  the 
AIDS  effort? 

Miller:   Yes,  but  it's  outside  your  time  period.   [laughter]   During  the 

time  period  [1981-1984],  he  certainly  believes  very  strongly  in  a 
primary  care  model.   So  he's  one  of  the  people  that's  pushing  for 
AIDS  care  in  a  primary  care  model  rather  than  of  AIDS  specialists, 
and  to  help  train  primary  care  physicians  to  take  care  of  AIDS, 
rather  than  to  train  a  bunch  of  oncologists  or  ID  people  and  have 
them  be  the  primary  provider. 

Hughes:   How  does  that  fit  in  with  Paul  and  Connie's  orientation? 

Miller:   I  think  by  that  time,  Paul  has  become  the  master  politician,  and 
"whatever  works".   [laughs]   I  don't  know  his  philosophical 
problems  with  it. 

For  a  while  there,  and  I  actually  can't  remember  what  the 
time  period  was,  the  physicians  in  the  AIDS  Clinic  were  feeling  so 
overwhelmed  that  the  idea,  if  we  could  train  primary  care 
providers  to  take  care  of  this  disease,  AIDS  [at  San  Francisco 
General]  would  be  for  consultation  and  referral,  was  a  model  that 
they  did  want  to  live  with  for  a  while.   It's  not  the  model  that 
they  want  now.   I  think  they  have  now  completed  the  cycle  and 
would  see  AIDS  physicians  as  primary  care  physicians  for  AIDS 
patients . 


Administrative  Duties 

[Interview  2:   December  27,  1995] 


Hughes:   Diane,  last  time  you  told  me  off  tape  about  your  responsibilities 
in  the  early  1980s.   I  thought  it  would  be  well  to  get  that  on 
tape. 

Miller:   I  first  came  to  San  Francisco  General  in  1981.   Between  '81  and 

'82,  I  was  doing  some  program  planning  and  analysis.   The  project 
that  I  worked  on  that  still  probably  matters  is  the  bringing  of 
the  refugee  clinic  from  the  U.S.  Public  Health  Service  to  San 
Francisco  General  and  setting  it  up  as  a  primary  care  clinic.   The 
other  piece  that  happened  in  the  early  years  was  preparing  the 
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transfer  of  the  California  Medi-Cal  medically  indigent  adult 
program  from  a  state  responsibility  back  to  a  county 
responsibility. 

Then  from  '84  to  '88  I  was  the  administrator  for  the 
hospital-based  ambulatory  care  clinics.   So  in  relation  to  AIDS, 
the  connection  would  be  being  the  administrative  person 
responsible  for  setting  up  the  AIDS  Clinic  on  Ward  86  and  dealing 
with  some  of  the  budget  and  planning  issues.   It  would  be  hospital 
in  relation  to  the  Department  of  Health. 


Hughes : 

Miller: 
Miller: 


Hughes : 
Miller: 
Hughes: 

Miller: 
Hughes : 


Ward  5B,  the  AIDS  Inpatient  Unit 

Did  you  have  any  direct  responsibility  for  the  inpatient  AIDS 
unit? 

Definitely  no  administrative  or  line  responsibility. 

I  was  involved  with  the  funding  and  planning  of  the  opening  of  an 
inpatient  unit,  which  originally  was  to  be  opened  for  the 
medically  indigent  adult  patients.   And  then,  as  I  mentioned, 
there  really  wasn't  the  patient  demand  when  that  unit  was  ready  to 
open.   Cliff  Morrison,  the  clinical  nurse  specialist  at  the  time, 
strongly  suggested,  lobbied,  to  have  the  unit  opened  as  an  AIDS 
specialty  unit.1 

It  was  going  to  open  as  a  couple  of  dedicated  AIDS  beds,  not 
even  the  whole  unit,  and  four  or  six  hospice  beds,  which  were 
going  to  be  not  just  for  AIDS  patients,  but  hospice  for  the  whole 
hospital.   And  by  the  time  the  unit  actually  opened,  every  single 
bed  was  taken  and  hospice  never  actually  had  any  beds  over  there. 

Taken  by  AIDS  patients? 
Right. 

The  space  was  available  because  the  indigent  program  didn't  happen 
in  the  way  it  was  expected  to? 

Yes. 

Cliff  Morrison  saw  that  there  was  space  and  thought  of  this  use? 


1  For  more  on  founding  5B,  see  Clifford  Morrison's  oral  history  in  the 
UCB  AIDS  Nurses  Series. 
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Miller:   Yes. 

Hughes:   Had  Cliff  been  thinking  about  a  dedicated  AIDS  unit  before  the 
possibility  of  this  space  arose? 

Miller:   I  don't  know. 

Hughes:   Was  there  an  urgent  need  to  find  beds  for  AIDS  patients? 

Miller:   I  was  not  at  the  frontline  so  I  don't  know  how  dire  the  situation 
appeared  to  the  people  who  were  actually  taking  care  of  patients. 
From  the  meetings  that  I  attended,  it  was  much  more  a  question  of, 
Should  we  do  this  —  establish  an  AIDS-dedicated  inpatient  unit?   Is 
this  the  wrong  message?  There  was  concern  that  this  could  lead  to 
hazardous  duty  pay;  it  could  lead  to  thinking,  Only  these  people 
can  take  care  of  AIDS  patients,  and  what  are  we  going  to  do  when 
AIDS  patients  come  in  to  the  emergency  department?  The  idea  that 
some  questioned  was  that  there  is  just  one  unit  for  AIDS  patients. 
A  lot  of  the  clinical  people  thought  that  that  was  not  a  good 
idea. 


Fear  of  AIDS  Patients 


Hughes:   Had  you  been  aware  before  5B  was  being  organized  that  there  had 
been  a  problem  with  taking  care  of  patients  with  AIDS? 

Miller:   What  I  don't  remember  is  the  timing  on  the  Filipino  nurses  who  I 
think  sued  the  hospital.   Grace  Lusby  knows  the  most  about  it, 
because  she  was  one  of  the  people  named  in  the  suit.   But  there 
were  some  nurses  who  felt  very  concerned  about  taking  care  of  AIDS 
patients.   Their  concern  had  to  do  with  being  told  not  to  wear 
gloves.   When  I  think  about  BSP  and  what  came  later,  it's  sort  of 
ironic.   But  this  group  of  nurses  felt  very  unprotected  and  scared 
about  taking  care  of  patients  with  HIV.   Their  supervisor  told 
them  that  they  should  not  be  wearing  gloves,  that  that  was 
distancing  them  from  the  patient  and  giving  the  wrong 
psychological  message.   The  nurses  felt  so  uncomfortable  with  that 
that  their  protest  escalated  as  far  as  a  suit.   How  that  all  got 
resolved,  I  don't  remember,  but  Grace  and  Keith  Hadley  [as  members 
of  the  SFGH  infection  control  committee]  were  right  smack  in  the 
middle  of  that.   So  was  Cliff. 

Hughes:   Was  Cliff  also  one  of  the  people  sued? 

Miller:   Yes.   I  think  he  might  have  been  the  supervisor.   So  some  of  the 
thinking  then  was  that  you  could  take  a  group  of  nurses  or  the 
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staff  for  a  particular  unit,  and  since  they  all  volunteered  to 
work  there,  the  style  of  patient  care  would  be  more  amenable  to 
actually  taking  care  of  patients.   In  hindsight,  is  that  the  right 
message? 


Opposition  to  Public  Health  Service  Hospital  Conversion  to 
an  AIDS  Hospital 


Miller:   I  was  one  of  the  people  who  was  opposed  to  the  Public  Health 

Service  [PHS]  hospital  turning  into  an  AIDS-dedicated  hospital, 
and  so  some  of  the  logic  on  that  is  maybe  some  of  the  same  logic: 
Do  you  really  want  to  have  a  dedicated  unit? 

Hughes:   The  entire  hospital  was  to  be  dedicated  to  AIDS? 

Miller:   The  PHS  hospital,  yes.   I  think  that  was  about  1984.   Dave 

Werdegar  was  able  to  influence  State  Senator  Pete  Wilson  to  carry 
a  proposal  to  turn  the  Public  Health  Hospital  over  to  the  county 
health  department  to  be  made  into  an  AIDS  hospital.   Since  it  was 
a  federal  hospital,  it  didn't  have  to  meet  state  code 
requirements,  but  if  it  became  a  county  hospital,  then  it  would 
have  had  to.   The  funding  wasn't  there,  and  many  of  the  community 
providers  and  the  community  hospitals  in  the  city  were  all  opposed 
to  it.   Though  it  had  very  active  planning,  and  all  the 
architectural  work  was  done,  so  a  good  amount  of  money  went  into 
planning  for  it,  assessing  it,  it  never  took  off  the  ground. 

Hughes:   What  were  the  arguments  pro  and  con? 

Miller:   The  arguments  for  it:  there  was  a  time  period  where  our  estimates 
of  the  number  of  people  with  HIV,  and  the  number  of  people  who 
would  need  acute  hospital  beds,  and  the  number  of  people  needing 
skilled  nursing  level  beds,  were  just  astronomical. 

Hughes:   Why  were  they  opposed  to  an  AIDS  hospital? 

Miller:   Well,  if  my  memory  is  correct  that  this  occurred  in  1984,  they  had 
now  spent  two  years  taking  care  of  AIDS  patients.   These  patients 
were  now  part  of  their  patient  population,  and  so  they  would  be 
losing  the  equivalent  of  a  unit.   Probably  by  '86,  it  may  have 
even  started  as  early  as  '84,  San  Francisco  General  was  not  the 
dramatically  largest  AIDS  provider  in  San  Francisco.   Certainly  in 
the  very  early  years,  this  is  true.   But  at  some  point,  we  were 
treating  maybe  about  25  percent  of  the  AIDS  patient  load. 

Hughes:   For  the  city. 
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Miller:   For  the  city;  70  percent  of  the  Medi-Cal  [AIDS  patients].   So  for 
the  people  at  the  later  stage  of  illness,  or  the  people  who  are 
poor,  we're  the  dominant  provider.   But  pretty  early  on  in  the 
epidemic,  the  hospitals  adapt  their  practices  to  include  AIDS 
patients.   When  Medi-Cal  kicks  in,  I  think,  may  be  one  of  the 
reasons . 

Hughes:   All  hospitals  in  the  city  have  some  kind  of  AIDS  service? 

Miller:   Children's  didn't  have  one.   PMC  [Pacific  Medical  Center]  was  a 
very  large  provider.   Shriners  [Hospital  for  Crippled  Children] 
and  Chinese  Hospital  have  almost  none.   But  everybody  else  does. 

Hughes:   So  the  PHS  hospital  would  have  made  a  financial  difference. 

Miller:   Right.   A  financial  and  a  programmatic  difference.   So  that  was 

one  reason  that  people  were  opposed.   The  community  groups  who  had 
set  up  programs  to  take  care  of  people  at  different  stages  of 
their  illness,  either  in  counseling  or  in  Shanti-type  care  or 
housing  care  or  skilled  nursing  care--home  care--all  of  that  would 
no  longer  be  needed,  or  it  would  be  needed  in  an  institutional 
setting.   People  could  end  up  being  hospital  employees  rather  than 
at  these  agencies  that  are  working  [in  the  community], 

Hughes:   So  the  AIDS  program  at  the  PHS  hospital  was  going  to  be  very 
comprehensive? 

Miller:   Yes.   It  would  have  been  a  continuum  of  care  for  people  with  HIV. 
So  it  could  have  been  substance  abuse,  counseling,  outpatient 
services,  acute  care,  long-term  care,  hospice  care--the  whole 
continuum. 

Hughes:   Pulling  patients  from  more  than  the  city? 

Miller:   Possibly  more  than  the  city.   But  the  original  planning  was  based 
on  the  city.   So  as  the  projections  changed,  then  there  weren't 
enough  resources  in  the  city  to  do  it,  so  the  best  way  to  do  it 
would  be  to  put  it  into  a  single  environment.   Bill  Haskell  ended 
up  doing  the  physical  planning,  so  he  would  know  all  the  people 
who  were  involved.   On  the  more  political  side,  Jeannee  Martin1 
was  one  of  the  real  leaders  in  saying,  "I  don't  think  this  is  a 
good  idea."   I'd  say  that  she  and  Paul  Volberding  were  probably 
the  ones  who  prevented  the  idea  from  really  coming  off. 

Hughes:   Why  was  Paul  Volberding  against  it? 


1  See  Jeannee  Parker  Martin's  oral  history  in  the  UCB  AIDS  Nurses 
Series. 
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Miller: 


Hughes : 
Miller: 


Hughes : 


Miller: 


Hughes : 


Miller: 


I  think  that  some  people  may  have  thought  it  could  end  up  being  a 
bureaucratic  nightmare.   Here  you'd  have  all  AIDS  services 
controlled  by  the  county  health  department,  and  that  might  not  be 
the  best  way  to  go.   Also,  there  was  a  certain  rivalry  between  the 
Department  of  Medicine  here/the  AIDS  services  here,  and  the 
growing  Division  of  AIDS  Services  within  the  health  department. 
Some  of  that  goes  back  to  rivalry  between  medicine  and  family 
medicine,  not  having  anything  to  do  with  AIDS.   But  then 
programmatically ,  where  are  decisions  made,  where 's  the 
epidemiology  done,  where  are  policy  decisions  nurtured,  tossed 
around,  who  carries  the  banner?  There  was  a  good  amount  of 
friction  between  the  health  department's  AIDS  office  and  the  AIDS 
services  here.   So  Paul  would  be  opposed  for  control  reasons. 


Do  you  know  where  the  public  health  hospital  is? 


No. 


It's  completely  closed  up  now,  but  it's  at  13th  Avenue  and  Lake, 
so  a  very  nice  part  of  town,  right  on  the  edge  of  the  Presidio, 
near  very  expensive  houses.   So  the  neighbors  were  opposed  to  AIDS 
patients  coming.   I  remember  one  news  interview  where  there  was  a 
discussion  about  substance  abuse,  so  by  that  time  people  were 
seeing  a  closer  connection  between  substance  users  and  people  with 
HIV.   So  from  my  memory,  I  think  those  are  pretty  much  the 
controversies . 

By  1984,  AIDS  is  bringing  in  a  lot  of  money  to  San  Francisco 
General.   The  PHS  hospital  would  have  meant  a  loss  of  AIDS 
patients.   Was  that  a  consideration  too? 

Well,  absolutely,  yes.   Organizationally,  we  couldn't  be 
officially  opposed  to  it,  because  the  hospital  is  part  of  the 
health  department,  but  the  medical  staff  could  be  more  direct  in 
their  opinion  of  it.   The  more  outspoken  people  would  be  Paul  and 
Donald  [Abrams]  about  whether  they  thought  this  was  a  good  idea  or 
not.   And  they  also  had  the  closest  contact  with  the  patients  in 
the  community  groups  as  to  whether  it  was  a  good  idea  or  not. 

What  did  the  community  groups  think  about  it,  or  was  there  a 
consensus? 

I'm  not  sure  they  were  thinking  about  what  was  best  for  the 
patient;  they  were  thinking  more  along  the  lines,  We've  put  this 
program  together  thinking  that  it  was  either  meeting  an  unmet 
need,  or  it's  the  best  thing  that  we  could  be  doing  now.   There 
was  more  of  a  sense  of,  We  could  lose  this  and  all  of  it  go  into 
the  hands  of  the  bureaucracy,  the  same  bureaucracy  that  was 
funding  it.   [laughter] 
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Hughes:   Was  it  Werdegar  that  had  pushed  this  idea? 

Miller:   Yes. 

Hughes:   Was  it  his  idea? 

Miller:   I  don't  know  if  it  was  his  original  idea,  but  it  was  an  idea  that 
he  supported  and  certainly  was  the  front  person  for,  and  then  was 
able  to  use  his  old  friendship  with  then-Senator  Pete  Wilson  to 
get  support  for  this  at  a  federal  level.   You  think  about  a  place 
like  New  York  or  Florida,  and  their  epidemic,  that  a  PHS  hospital 
might  have  been  an  acceptable  solution.   It  didn't  seem  an 
acceptable  solution  here. 


Opposition  to  Mounting  Numbers  of  AIDS  Cases  at  SFGH 


Hughes:   Well,  it  brings  up  a  lot  of  issues.   One  of  them  is,  SFGH  wanted 
AIDS,  but  it  wanted  AIDS  in  its  place,  to  put  it  very 
simplistically .   I'm  thinking  of  the  concern,  which  begins  to 
appear  in  1983  as  HIV  cases  begin  to  escalate.   At  one  point,  25 
percent  of  the  beds  here  are  AIDS  beds.   At  that  stage,  there  is 
an  effort  to  find  other  AIDS  beds  in  the  city  for  several  reasons, 
one  of  them  being  that  some  people  here  do  not  want  San  Francisco 
General  to  be  labeled  "an  AIDS  hospital." 

Miller:   I  don't  think  we  ever  had  25  percent  AIDS  beds  at  SFGH.   Because 

during  this  time  period,  our  census  is  about  400  beds,  and  there's 
no  way  that  we  had  100  [AIDS]  patients.   There  could  have  been  25 
percent  of  medicine  beds  alotted  to  AIDS.1 

I  can  give  you  two  names  of  meetings  that  I  was  in  where  it 
was  very  strongly  stated,  "We  don't  want  this  to  be  an  AIDS 
hospital,"  and  it  was  Moses  Grossman  for  pediatrics  and  Elliot 
Rapaport  for  cardiology.   They  both  presented  cases  or  a  point  of 
view  that  said,  "We're  forgetting  our  mission;  we're  forgetting 
our  future;  we're  letting  politics  take  over."  This  isn't  a 
quote,  but,  "We're  allowing  ourselves  to  get  swept  up  in  the 
politics  of  this  disease  and  not  looking  at  the  real 
epidemiology."  The  cardiology  people  were  saying,  "More  people 


1  In  late  1984/early  1985,  up  to  25%  of  the  patient  load  of  the  SFGH 
medical  housestaff  consisted  of  AIDS  patients.   (AIDS  History  Project 
Archives,  Special  Collections,  UCSF  Library,  Ward  86  papers,  carton  5, 
folder:  Report,  AIDS  Fact  Finding  Mission;  New  York  City  Delegation  to  San 
Francisco,  January,  1985.) 
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die  from  cardiac  problems,  from  strokes  and  cardiovascular 
disease,  and  we  should  be  putting  in  an  open-heart  surgery  here." 
Even  then,  we  knew  we  shouldn't  be  doing  open-heart  surgery  here. 

And  the  pediatricians  were  saying,  "We're  not  looking  at  our 
future.   We're  allowing  this  one  illness  and  the  political  clout 
that  goes  with  this  illness  to  set  our  future  direction,  and  we're 
losing  sight  of  the  children."  There  was  a  lot  of  that.   People 
felt  that  where  they'd  built  their  careers,  where  they'd  done 
their  work,  was  fading  in  terms  of  attention,  money. 

Places  where  it  got  the  most  brutal,  because  it  was  so 
tangible,  would  have  to  do  with  space  allocation,  because  then, 
you  were  talking  about  something  very  permanent.   If  you  gave  AIDS 
another  10,000  square  feet  of  space,  they'd  never  get  out  of  it. 
[laughs]   And  so  we'd  have  them  there  forever.   People  didn't  seem 
to  be  as  opposed  to  funding  as  they  did  to  space  allocation. 

Yes,  because  funding  comes  and  goes. 

Right. 

Now,  was  this  more  than  a  question  of  turf? 

ft 


Miller:   You  know,  people's  responses  weren't  uniform. 


Capitalizing  on  AIDS 


Miller:   Another  response  I  can  think  of:   Frank  Louis  was  the  chief  of 
staff  at  this  particular  time,  about  '85,  and  we  were  in  one  of 
our  many  budget-cutting  rounds.   There  were  a  couple  of  people 
who,  always  to  be  provocative,  wanted  to  put  up  AIDS  programs. 
Actually,  it  was  a  strategy,  and  the  strategy  was,  Well,  no  one's 
going  to  cut  AIDS,  so  the  funding  will  be  restored  and  we  won't 
have  to  take  cuts. 

Frank  Louis  was  not  only  chief  of  staff  but  also  head  of 
trauma.   It  was  the  first  time  that  I  heard  somebody  from  another 
service  very  clearly  state  this  point  of  view,  and  that  was,  Does 
the  whole  campus,  does  the  hospital,  do  all  the  medical  services 
here,  benefit  from  the  quality  and  the  reputation  and  the  research 
of  the  AIDS  program?  So  we  piggy-back  on  that,  if  you  will.   He 
was  a  very  strong  defender  of  the  quality  of  the  AIDS  program, 
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whereas  up  until  that  point,  the  other  chiefs  were  either  silent 
or  saying,  "You're  doing  too  much  for  AIDS." 


AIDS  Misperceived  as  a  Multidisciplinary  Activity 


Hughes:   From  the  very  start,  AIDS  activities  here  had  been 

multidisciplinary,  so  I  would  think  that  would  have  been  a  strong 
point  in  their  favor.   Yes,  they  take  resources,  but  they  have 
links  with  different  specialties.   It  was  not  one  specialty  trying 
to  grab  the  whole  pie. 

Miller:   Think  about  it:   AIDS  is  not  really  multidisciplinary.   It's 

within  medicine;  it's  GI,  which  is  in  medicine,  cardiology,  which 
is  in  medicine,  pulmonary,  which  is  in  medicine.   San  Francisco 
didn't  have  many  pediatric  cases,  didn't  have  very  many  women,  so 
ob/gyn  and  peds  really  weren't  part  of  that.   And  there  was  not 
much  surgery  going  on.   The  only  real  surgical  procedure  was 
putting  in  shunts,  and  that  didn't  really  happen  until  later.   So 
interdisciplinary  within  the  Department  of  Medicine,  yes,  but  from 
my  point  of  view,  that's  not  interdisciplinary. 

In  the  hospital  power  structure,  at  the  bedside  there's 
nursing  and  medical-social  services  and  counseling  from  lay 
counselors  and  physicians.   And  so  in  care  plans,  yes  they  were 
interdisciplinary.   But  not  in  politics.   Not  in  budgeting. 

Hughes:   Yes,  I  see. 

Miller:   Even  in  psychiatry  it  was  a  carved-out  niche.   It  was  Jim  Dilley 
and  the  program  that  went  with  Jim  Dilley,  the  AIDS  Health 
Project.   There  was  not  across-the-board  psychiatric  involvement 
in  the  AIDS  program. 

Hughes:   Well,  that's  an  interesting  point:   in  terms  of  politics,  AIDS 
medical  care  is  not  interdisciplinary. 

Miller:   Yes.   Definitely  at  the  bedside,  it  is. 

Hughes:   The  AIDS  program  was  perceived  in  administrative  meetings  as  a 
Department  of  Medicine  endeavor? 

Miller:   Yes.   And  so  as  a  discussion  went  on  it  then  became,  for  example, 
Merle  Sande  versus  Frank  Louis,  or  Medicine  versus  Surgery,  in 
terms  of  competing  for  resources. 
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The  Hospital  in  the  Early  1980s 


Hughes:   How  were  you  keeping  abreast  of  what  was  going  on  in  the  hospital? 
What  were  your  lines  of  information? 

Miller:   In  relation  to  AIDS? 

Hughes:   Yes,  but  in  a  more  general  sense,  too.   I'm  wondering  if  part  of 
your  job  is  keeping  your  finger  on  the  pulse  of  the  hospital,  and 
if  that  indeed  is  true,  how  do  you  do  that? 

Miller:   During  this  time  period,  I'd  say  things  had  to  be  much  more 
informal.   1981  administratively  is  still  a  period  where 
administrators  and  medical  staff  don't  interact  all  that  much.   By 
'84,  there  is  the  overall  reshuffling  and  crisis  of  the  major 
changes  that  happen  organizationally  here. 

Hughes:   Which  does  bring  the  two  groups  together? 

Miller:   Yes. 

Hughes:   And  that's  deliberate? 

Miller:   Well,  yes.   Everybody  needs  to  survive.   And  I  think  because  of 
that  restructuring,  AIDS  had  the  opportunity  to—well,  many 
factors  influence  this,  but  no  one  administratively  is  paying  that 
much  attention  to  the  AIDS  program.  And  yes,  there  are  all  sorts 
of  things  going  on  at  this  time  period,  so  the  AIDS  program  just 
keeps  snowballing.   But  the  organizational  imperative  at  that  time 
is  living  through  this  crisis  and  getting  the  organization  back  on 
track,  and  the  crisis  is  the  licensing  crisis.   The  AIDS  program 
is  just  one  side  issue. 

Hughes:   The  licensing  crisis  was  in  1984,  right? 

Miller:   Yes.   The  actual  event  that  led  to  this  happened,  I  think,  in  the 
summer  of  '83,  and  then  the  notification  to  the  feds  was  in  the 
fall  of  '83.   Then  the  winter  of  '83,  the  feds  showed  up. 

Hughes:   Is  there  an  idea  in  the  beginning  that  all  we  have  to  do  is 

organize  and  medical  science  will  come  up  with  the  answers  and 
we'll  solve  this  problem  and  the  crisis  will  be  over? 

Miller:   I  think  that  that  might  have  been  the  case  for  some  people.   I 

certainly  don't  think  I  ever  thought  that,  and  I'm  not  sure  that 
the  people  that  I  worked  with  here  ever  thought  that.   It  was 
ingrained  in  me  very  early  on  the  potential  number  of  people  who 
could  be  infected  with  HIV  and  the  growth  rate.   And  also  that 
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even  if  there  was  a  cure,  or  the  epidemic  went  away,  there  was 
still  a  pool  of  people  who  were  going  to  be  sick.   So  I  don't 
remember  thinking  that  this  will  go  away  in  five  years. 

Hughes:   Would  you  say  that  the  hospital  administration  realized  that  AIDS 
had  to  find  a  permanent  place  in  hospital  structure? 

Miller:   Yes. 

Hughes:   You  weren't  responding  to  a  temporary  crisis. 

Miller:   I  don't  think  that  anyone  thought  that  this  was  temporary.   I 
could  be  confusing  the  time  periods  here. 


AIDS  as  a  Primary  Care  Activity 


Miller: 


Hughes : 

Miller: 

Hughes : 
Miller: 
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Later  on,  and  probably  a  strong  philosophical  feeling  now,  is  that 
screening  for  AIDS,  HIV  early  intervention,  and  care  of  people 
with  HIV,  should  be  part  of  primary  care.   That  philosophy 
evolved,  but  I  think  it  started  pretty  early.   I  think  it  started 
at  least  being  spoken  with  Werdegar,  and  that  would  be  '84, 
because  his  philosophical  belief  in  primary  care  was  so  deep. 

Was  primary  care  in  essence  what  Connie  Wofsy,  Paul  Volberding, 
and  Don  Abrams  were  doing?  Did  they  thinking  of  themselves  as  a 
primary  care  operation? 


They  were  moving  in  that  direction, 
that  in  1984.   But  they  do  now. 

Why  that  shift? 


They  certainly  did  not  think 


Paul  and  Donald  are  oncologists,  and  so  their  thinking,  their 
medical  training,  is  a  specialty  orientation.   Connie  is  ID;  Merle 
is  ID.   Again,  the  same  orientation.   But  as  they  started  bringing 
in  physicians  to  work  in  the  clinic—they're  probably  into  their 
third  generation  of  people  now—they  brought  in  primary  care  docs. 
So  even  if  they  had  just  finished  their  residency,  they  came  with 
a  different  orientation.   They're  not  bringing  in  people  who  are 
oncologists.   The  ones  who  are  oncologists  didn't  work  out.   They 
didn't  work  out  in  terms  of  really  being  clinic  doctors. 

The  disease  manifests  itself  in  many  different  forms,  and  I  guess 
one  could  say,  "Well,  let's  have  a  specialist  for  every 
manifestation."  Maybe  a  more  holistic  approach  would  be  to  have  a 
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primary  care  specialist  who  has  some  knowledge  of  all  the 
manifestations  and  can  see  the  patient  as  a  whole? 

Miller:   I  think  that's  a  wonderful  philosophical  point  of  view.   But  I 

think  it  came  more  pragmatically.   I  think  when  they  started  out, 
and  for  this  long  period  you  had  this  description  of  the 
multispecialty  service.   I  don't  think  it  came  from,  "Let's  change 
our  direction;"  I  think  people  came  in  with  different 
orientations . 

Hughes:   I  see;  a  very  pragmatic  development. 


Keeping  in  Touch  at  SFGH 


Hughes:   Well,  Sue  Perlman  made  an  off-the-cuff  remark  that  interested  me, 
namely,  that  she  had  met  you  on  one  of  your  walk-throughs  of  the 
clinic. ' 

Miller:  Fed  clinic? 

Hughes:  The  outpatient  clinics. 

Miller:  Oh,  yes,  that's  right. 

Hughes:  And  I  wondered  if  that  was  a  practice  of  yours. 

Miller:   Yes.   It  isn't  now,  but  when  I  had  administrative  responsibility 
for  the  clinics,  I  walked  through  every  day. 

Hughes:   Every  day? 

Miller:   Yes.   It  didn't  take  that  long,  but  it  was  a  good  way  of  getting  a 
sense  of,  Are  people  moving  quickly  through  the  clinics?  How  many 
people  are  sitting  in  the  waiting  room?  Who's  talking  on  the 
telephone?   Who's  there  at  eight  o'clock? 

Hughes:   Was  this  also  an  opportunity  to  talk  with  people? 

Miller:   Oh,  sure.   Ward  86  is—well,  until  very  recently—our  only  non- 
teaching  service.   Partly  because  of  the  fact  that  it's  driven  by 
attending  physicians,  partly  the  patient  population,  partly  the 
illness,  partly  the  dedication  of  the  staff--!  mean,  it's  all  of 
those  things.   The  energy,  not  just  in  terms  of  taking  care  of 


1  Personal  communication  from  Sue  Perlman,  December  20,  1995. 
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patients,  but  the  swiftness  in  responding  to  issues,  the  advocacy, 
was  so  much  more  dramatic  there  than  in  any  of  the  other  clinics. 
Even  in  clinics  that  were  led  by  people  who  were  known  as  strong 
patient  advocates,  it  didn't  translate  in  quite  the  dramatic  ways 
as  it  did  in  86  [the  AIDS  clinic]. 

Hughes:   Why  was  that? 

Miller:   I  think  for  multiple  reasons.   It's  all  of  these  things:   staff 

dedication,  and  a  real  sense  from  both  patients  and  staff  of,  This 
is  my  clinic.   Whereas  with  residents,  even  if  they're  very 
dedicated  for  the  four  hours  that  they're  there,  for  the  most 
part,  they're  only  there  for  four  hours  a  week.   So  from  my  point 
of  view  that  always  became  a  critical  message  in  looking  at  how  we 
develop  future  services  here:   Is  there  a  way  that  we  can  give 
people  ownership  of  their  program,  and  if  we  can,  they're  much 
more  likely  to  really  run  with  it  and  really  work  on  it,  build  it, 
rather  than  fighting  administration.   [laughter] 


Financial  Arrangement  of  the  Oncology  Clinic 


Hughes:   Well,  another  thing  you  said  off  tape  last  time  was  that  the 
financing  of  the  oncology  clinic  and  the  AIDS  Clinic  was 
different.   Do  you  want  to  expand  on  that? 

Miller:   Yes.   The  first  thing  I'm  going  to  say  could  be  a  myth,  and  maybe 
in  your  questions  it  would  be  great  to  find  out  if  this  is  a  true 
story  or  not.   I  think  Merle  came  in  '80.   And  Molly  Cooke  I  think 
finished  her  fellowship  in  '80.   He  thought  that  she  was  terrific 
and  wanted  to  keep  her,  and  I  think  offered  her  a  position  in  the 
primary  care  clinic.   He  essentially  gave  Paul  the  opportunity  to 
do  oncology  to  keep  Molly.   The  hospital  didn't  want  an  oncology 
program;  it  wasn't  advocating  one.   Merle's  experience  in  Virginia 
was  that  it  was  a  good  money-maker  and  something  that  he  liked, 
but  I  don't  think  that  oncology  was  anything  that  he  was 
particularly  dedicated  to.   But  the  reason  he  went  forward  with 
oncology  was  to  keep  Molly. 

Hughes:   I  see.   And  where  did  that  funding  come  from? 

Miller:   It  did  not  come  from  the  hospital.   So  Paul  was  given  the 

opportunity  to  build  a  faculty  practice.   The  hospital  gave  him 
space  and  supplies  and  definitely  nothing  else,  certainly  no  other 
staffing.   Once  a  patient  came  in,  if  that  patient  was  indigent 
and  needed  lab  work,  he  would  have  the  lab  work.   So  once  the 
patient  was  in  the  system,  then  all  the  services  the  patient 
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needed  were  available  to  him.   Paul's  salary  and  Gayling  [Gee]'s 
salary  and  any  of  the  services  needed  to  run  the  oncology  program 
all  had  to  be  generated  through  professional  fees.   Merle  may  have 
had  some  start-up  funds;  they  may  have  had  some  grant  funding  and 
they  may  have  had  some  research  funding,  but  it  was  definitely  not 
a  teaching  clinic. 

Hughes:   Was  there  any  other  clinic  or  unit  in  the  hospital  that  operated 
in  this  fashion? 

Miller:   GI.   Let  me  take  that  back.   Nothing  that  was  called  a  clinic 

functioned  like  this.   The  services  that  performed  procedures,  and 
at  that  time  it  was  more  inpatient  procedures,  all  did 
professional  fee-billing.   The  service  was  able  to  keep  that 
money,  but  those  were  the  services  for  which  the  hospital  provided 
very  little  support.  At  that  time,  the  surgeons  were  able  to 
generate  enough  money  in  professional  fee-billing  through  all  of 
their  procedures  that  the  hospital  did  not  support  any  surgery 
salaries.   Maybe  this  was  an  attempt  to  have  medicine  move  in  that 
direction.   GI  was  like  that,  and  oncology,  both  of  which  are 
heavy  on  procedures.   Then  Medicaid  changed  all  of  that  about  two 
years  after,  but  there  was  this  time  period  where  it  looked  like 
maybe  there  could  be  enough  business  to  support  some  of  these 
services . 


Financial  and  Administrative  Arrangement  of  the  AIDS  Clinic 


Hughes:   Now,  what  happened  when  the  clinic  moved  over  to  Building  80  and 
became  oncology/AIDS? 

Miller:   We  knew  that  we  would  have  enough  patients,  and  some  of  those 

patients  were  going  to  be  unsponsored.   And  so  the  first  budget 
that  goes  forward  is  to  pay  for  some  of  Paul's  salary,  to  pay  for 
all  of  Gayling 's  salary,  a  clerk,  and  I  think  a  part-time 
phlebotomist.   There  was  quickly  another  budget  that  seems  to  come 
about  two  months  after  that,  but  in  the  very  beginning,  it  was  not 
forty  hours  of  physician  time,  but  some  hours  of  physician  time, 
forty  hours  for  Gayling,  forty  hours  for  a  clerk. 

Hughes :   Another  thing  that  you  said  was  that  the  AIDS  clinic  was  funded  as 
a  contract  service. 

Miller:   Yes. 

Hughes:   What  were  the  alternatives,  and  who  decided  and  why,  on  contract 
service? 
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Miller:   I  think  I'm  the  one  who  decided  that,  because  there  was  some 

opposition,  but  again,  there  were  so  many  things  going  on  that  the 
opposition  didn't  last  long.   So  there  were  two  ways  of  doing  it. 
One  was  to  have  the  positions  be  city  civil  service  positions. 
Let  me  take  that  back.   Probably  the  first  question  was,  Do  we 
need  to  start  a  separate  clinic?  And  once  that  one  was  answered 
yes,  and  I  was  not  involved  with  that  one- 
Hughes:   Was  that  largely  a  question  of  patient  numbers? 

Miller:   It's  a  question  that  we  would  ask  now,  just  because  our  thinking 
is  different  now.   Things  were  more  segmented  then,  so  if  it  was 
your  idea  and  your  program,  it  just  sort  of  moved  along  that  way. 
There  wasn't  quite  the  attempt  to  try  and  integrate  things  and 
prevent  duplication.   So  the  first  question  we  should  have  asked, 
we  didn't  ask.   Then  the  second  question  is,  Okay,  we  are  going  to 
do  this  clinic;  what's  the  best  personnel  structure?  Which  is 
what  we  did  when  we  did  the  refugee  clinic:   we  made  all  of  the 
employees  city  employees  and  had  a  plan  for  bringing  in  teaching 
into  the  clinic.   The  idea  was  that  the  refugee  clinic  would  run 
initially  the  way  it  ran  at  the  PHS  [public  health  service] 
hospital.   We  had  federal  transition  funds,  and  then  as  soon  as 
the  city  money  would  kick  in,  people  would  go  onto  city 
requisitions . 

Having  been  involved  in  all  of  that,  it  was  very  long  and 
complicated  and  a  mess.   So  when  a  second  project  like  that  came 
along,  I  didn't  want  to  do  that  again.   There  were  no  transition 
funds.   On  the  refugee  clinic,  we  had  money  to  pay  people  until  it 
got  worked  out.   This  AIDS  Clinic,  it  was,  they'll  start  getting 
paid  when  the  personnel  stuff  is  worked  out,  which  could  have 
taken  six  months.   And  I  hate  personnel  stuff.   So  none  of  the 
city  reasons  seemed  worth  getting  into. 

Putting  them  on  the  university  contract  made  sense, 
particularly  for  Gayling;  she  was  already  a  university  employee. 
We  would  have  more  flexibility  with  funding,  because  even  with 
requisitions  and  classifications,  I  think  we  already  had  a  sense 
that,  We'll  try  this,  but  if  this  doesn't  work,  then  we'll  try 
something  else.   Especially  at  that  time  in  the  city,  things  were 
so  rigid  and  they  moved  so  slowly  that  there  was  no  way  we  could 
have  the  flexibility  and  move  quickly  if  we  had  people  be  on  the 
city  payroll. 

Hughes:   When  you  say  city,  are  you  really  thinking  of  the  health 

department,  or  did  most  of  these  decisions  have  to  be  made  higher 
up  than  that? 
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Miller:   Oh,  no,  when  I  say  city,  it's  just  meaning  a  city-personnel,  a 
civil-service  position  in  this  case,  not  a  decision-making 
process . 

Hughes:  I  see.   And  that  worked  out,  obviously. 

Miller:  Yes.   There  are  still  people  who  think  that  it  was  a  bad  idea. 

Hughes:  Civil  service  would  have  been  better,  they  think? 

Miller:  Oh,  yes. 

Hughes:  Why? 

Miller:  Especially  for  the  people  who  came  later  on  in  the  AIDS  Division. 
** 

Miller:   Many  of  the  people  who  then  went  on  to  work  on  Ward  86  or  in  the 

AIDS  Division  saw  themselves  as  a  university  program  that  happened 
to  be  located  in  San  Francisco  General. 

Hughes:   And  that  makes  a  difference? 

Miller:   [laughs]  It  doesn't  make  a  difference  to  me,  but  for  many  people 
who  hear  that,  it  pisses  them  off.   It's  a  hospital  chart;  it's 
hospital  billing;  the  hospital  license;  it's  part  of  the 
affiliation  agreement.   It's  not  a  Bill  Kerr  [UCSF  hospital 
administrator]  program.   So  my  thought  on  it  is  that  it's  just  one 
more  piece  of  ammunition  in  whatever  the  different  fights  are.   I 
mean,  UC  doesn't  want  them.   [laughs]   I  don't  think  that  UC  would 
be  willing  to  put  in  a  couple  million  dollars  to  support  these 
positions . 

One  of  the  critics  is  somebody  who's  involved  with  mental 
health,  and  the  comment  is  that  it's  really  a  mistake,  that  the 
city  would  have  had  much  more  control  of  the  [AIDS]  program.   I 
don't  even  know  what  that  means.   But  it's  something  that's  still 
said. 

Hughes:   So  it's  not  a  dead  issue. 

Miller:   It's  not  a  dead  issue. 

Hughes:   Is  it  very  unlikely  that  the  arrangement  will  be  changed? 

Miller:   It  is  very  unlikely.   But  at  this  stage  in  our  history,  we're 

actually,  I  don't  believe  seriously,  looking  at  our  affiliation 
agreement  in  the  sense  of  maybe  we  will  not  continue  it.   I  think 
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a  lot  of  this  is  posturing;  I  think  this  is  a  result  of  the 
competition  that's  going  on.   There  are  all  sorts  of  reasons,  but 
it's  not,  We  will  be  together  forever.   So  let's  say  that  we 
decide—and  either  side  can  do  this  —  that  the  affiliation  is 
ended.   Then  we  would  probably  move  over  to  the  city  payroll  all 
the  physicians,  many  of  whom  were  city  employees.   Then  we  would 
take  the  money,  turn  it  back  into  city  requisitions,  and  people 
that  wanted  to  work  here  would  apply  for  those  jobs.   So  yes,  it's 
possible.   I  don't  think  it's  likely,  but  it  is  possible. 


The  Health  Department's  Role  Early  AIDS  Activities  at  San 
Francisco  General 


The  Mervyn  Silverman  Period,  1977-1986 


Hughes:   Most  of  the  physicians  that  I  talk  with  are  university  physicians. 
What  I'm  not  getting  in  this  story  very  strongly  is  the  role  of 
the  health  department.   Beyond  this  contractual  arrangement,  where 
is  the  presence  of  the  health  department  in  AIDS  activities  at  San 
Francisco  General  Hospital? 

Miller:   Before  1984? 
Hughes:   Through  1984. 

Miller:   Okay.   It's  a  very  different  story  after  1984.   Prior  to  1984, 

which  is  Silverman  [as  health  department  director],  there  is  the 
slightest  relationship  between  the  hospital  and  the  health 
department.   The  CEO  goes  downtown  to  a  weekly  meeting.   Mark 
Finucane,  the  CEO,  who  was  Silverman "s  assistant  at  the  time,  is 
the  major  decision-maker  within  the  health  department,  but  his 
decisions  are  more  related  to  interactions  with  the  board  and  with 
the  CAO's  [chief  administrative  officer]  office.   There  is  very 
little  involvement  between  the  health  department  and  the  hospital. 
This  MIA  planning,  doing  planning  for  HMO,  the  closure  of  the 
public  health  hospital--!  really  think  that  those  are  the  only 
things  where  there  was  day-to-day  telephone  contact  between  the 
hospital  and  the  health  department.   Oh,  there  was  EMS  [emergency 
medical  service]  stuff.   The  health  department  was  handling  more 
stuff  on  the  political  end,  but  on  the  operational  side,  there  is 
very  little  interaction. 
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The  David  Werdegar  Period,  1986-1990 


Miller:   Werdegar 's  vision  was  really  a  primary  care-based  health 

department  with  multiple  programs  and  strong  central  control, 
[laughs]   Very  much  his  vision.   So  it  was  moving.   By  the  time 
Baxter  came  in,  he  was  really  emphasizing  more  continuum  of  care, 
and  some  of  it  health  department  programs;  some  of  it  community 
programs.   So  it  was  almost  starting  to  go  full  circle. 

I  was  involved  in  the  PHS  and  the  HMO  planning,  and  so  I  had 
a  lot  of  interaction  with  the  health  department.   Epidemiology, 
planning  based  on  community  need,  wasn't  happening.   I  can't 
remember--the  man  who  replaced  Selma  Dritz,  Dean--? 

Hughes:   Echenberg. 

Miller:   Echenberg.   I  don't  think  he  had  ever  been  out  here. 

Hughes:   Does  this  matter? 

Miller:   [pause]   No,  I  mean,  it's  very  hard  having  a  corporate  process 
involved  with  operations.   I  think  that's  not  a  good  way  to  go. 

Hughes:   Selma  Dritz  regularly  attended  the  KS  Clinic.   There  seems  to  have 
been  communication  back  and  forth  related  to  AIDS  cases,  AIDS 
statistics,  and  information  that  she  transmitted  from  the  CDC,  as 
well  as  her  own  tracking  of  AIDS  cases  in  the  city.1  With  some 
obvious  exceptions,  such  as  discussion  about  the  bathhouse  closure 
issue,  the  health  department  just  isn't  a  subject  that  comes  out 
in  discussion.   The  health  department  doesn't  seem  to  be  a 
presence  in  day-to-day  activities  in  the  AIDS  Division. 

Miller:   I  think  because  it  wasn't  a  presence. 
Hughes:   Yes. 

Miller:   I  think  this  has  always  been  true  of  the  health  department's 
relationship  to  the  hospital.   I  think  Frank  Curry  ran  this 
hospital.   On  the  other  hand,  at  the  same  time  that  Frank  Curry 
was  running  this  hospital,  I  don't  think  that  the  emergency  room 
staff  felt  any  connection  to  the  hospital  at  all,  and  they  were  in 
the  same  building.   [laughs]   I  think  people's  view  of  boundaries 
changes  over  time,  so  I'm  not  sure  that  it's  an  apt  analogy. 


See  Selma  Dritz 's  oral  history  in  the  UCB  AIDS  physicians  series. 
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The  Ray  Baxter  Period,  1990-1993 


Hughes:   Why  don't  you  make  a  general  statement  about  the  post-Werdegar 
period?   Contrast  that  with  the  early  1980s. 

Miller:   So  the  Baxter  period? 
Hughes:   Yes. 

Miller:   I  guess  I  was  impressed  with  Ray  Baxter.   My  professional  life  has 
been  spent  doing  so  much  planning,  and  to  see  somebody  come  into 
the  health  department  whose  background  is  also  planning,  and  how 
that  translates  into  policy  and  organizational  decisions,  was  like 
a  dream  come  true.   What  I  saw  him  do  in  terms  of  the  way  he 
organized  it  was  to  look  more  at  what  are  real  community  needs, 
what  are  the  trends  in  health  care,  what's  the  role  of  health 
department.   He  started  what  1  saw  as  building  community 
consensus,  setting  out  a  process  to  change  the  health  department. 
So  rather  than  a  person  or  a  small  group  making  a  decision  about 
what's  the  best  political  or  clinical  advantage,  he  took  a  certain 
amount  of  knowledge  and  prediction  and  brought  the  community  along 
to  make  some  changes. 

Now,  he  also  didn't  stay  long  enough  [three  years].   San 
Francisco  has  destroyed  more  than  one  health  director,  so  would  he 
have  gotten  beaten  down  if  he  had  stayed  five  years? 


AIDS  Medicine  at  Other  Hospitals 


Hughes:   We  talked  a  little  about  the  fact  that  the  General  was  not  the 

only  AIDS  hospital  in  San  Francisco,  although  one  doesn't  really 
get  that  feeling  from  the  perspective  of  this  oral  history 
series.1  Was  there  any  effort  on  the  part  of  the  hospital 
administration  to  encourage  other  hospitals  to  take  on  AIDS 
services? 

Miller:   Yes.   Again,  I  can't  remember  the  years  here.   Certainly  I  know  I 
was  involved  with  this .   Paul  was  involved  with  working  with  the 
California  Hospital  Conference  in  San  Francisco,  and  there  was  a 
special  task  force  also  set  up  by  the  hospital  council  to  look  at 


1  Phase  3  of  the  oral  history  project,  with  community  physicians  with 
HIV  disease  practices,  broadens  the  perspective  beyond  SFGH  and  UCSF. 
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what  bed  needs  were,  to  look  at  some  joint  policies  for  the 
county . 

Hughes:   Not  just  oriented  toward  AIDS? 

Miller:   Toward  AIDS.   There  was  a  woman  by  the  name  of  Fran  Stricus,  is 
that  her  name?   They  changed  their  corporate  structure  over  this 
time  period,  but  she  was,  say,  the  San  Francisco  lead  in  the 
overall  California  Hospital  Conference  at  the  time.   A  woman  by 
the  name  of  Lynn  Babbington  keeps  coming  up,  but  I  don't  think 
that  was  her  name.   But  whoever  was  Fran's  replacement.   Those  two 
women  did  a  lot  of  the  analysis  and  work  on  forming  the  hospitals' 
point  of  view- -what  were  the  issues?  Things  as  mundane  as  what 
are  the  personnel  policies?   When  HIV  testing  comes,  do  you  test 
employees  to  see  whether  they're  HIV-positive?  Workers' 
comp[ensation]  issues,  training,  patient  education.   What  should 
be  everybody's  fair  share  of  caring  for  AIDS  patients?   So  real 
operational  things. 

My  memory  of  this  is  that  the  hospitals  came  on  board  pretty 
quickly.   I  think  St.  Mary's  might  have  been  one  of  the  hospitals 
that  came  a  little  bit  later,  and  I  think  that  had  to  do  more  with 
the  fact  that  they  had  an  older  medical  staff,  and  that  medical 
staff  wasn't  so  comfortable  taking  care  of  AIDS  patients. 

Hughes:   Because  they  were  gay,  or  because  they  didn't  know  how? 

Miller:   I  think  it  was  both.   As  older  middle-class  physicians,  they 

probably  didn't  have  many  gay  patients.  When  the  Sisters  of  Mercy 
very  actively  said  that  they  saw  AIDS  care  as  part  of  their 
mission  and  wanted,  at  St.  Mary's  Hospital  in  San  Francisco,  to  be 
doing  something  special  in  relation  to  AIDS,  the  medical  staff  was 
not  keen  about  it.   The  sisters  ended  up  hiring  their  own  doctor 
just  to  really  build  up  a  practice. 

But  I  think  St.  Mary's  was  the  last  hospital  in  San 
Francisco  to  accept  AIDS  patients.   Kaiser  was  certainly  on  board 
early.   Mt.  Zion,  of  course  was,  and  St.  Luke's,  Davies.   Other 
than  that  short  period  in  the  beginning,  I  think  the  hospitals 
were  there. 

Hughes:   Was  there  competition  for  AIDS  patients? 
Miller:   Later.   Certainly  not  in  this  period. 
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Hospital  Infection  Control  Policy 


Hughes:   Did  you  have  any  association  with  the  formation  of  an  infection 
control  policy? 

Miller:   Yes.   Not  the  very  early  one,1  but  the  ones  later,  the  HIV 

testing.   It's  probably  '86,  '87  when  I  was  involved,  but  not  in 
the  very  beginning. 

Hughes:   What  was  your  role  then? 

Miller:   I  was  the  administrative  person  responsible  for  infection  control. 
So  I  was  involved  with  setting  up  the  HIV  Counseling  and  Testing 
Service.   We  had  surgeon  Lorraine  Day,  and  we  had  in  '87,  I  think 
it  was  '87,  we  had  one  of  the  first  health  care  workers 
seroconvert . 

Hughes:   The  nurse,  Jane  Doe. 

Miller:   Right.   So  I  was  involved  with  all  the  policies  that  came  as  a 
result  of  that,  and  then  the  CDC  infection  control  guidelines. 
Again,  it's  this  later  period,  where  Julie  Gerberding  wrote  an 
academic  article  that  set  off  the  state  again.   In  her  article  she 
mentioned  something  about  people  not  following  infection  control 
guidelines,  and  then  the  state  came  out  and  did  this  major 
inspection.   It  actually  ended  up  being  one  more  of  those  front 
page  stories  that  lasted  for  a  long  time.   But  in  this  case,  we 
ended  up  fighting  the  state,  because  the  state  was  using  old 
criteria,  and  we  were  in  the  process  of  changing  our  policies. 
This  was  right  in  the  beginning  of  Body  Substance  Precautions 
[BSP] . 

Hughes:   Was  fear  something  that  you  as  an  administrator  had  to  deal  with? 

Miller:   Yes,  but  again,  that  is  more  in  the  Jane  Doe  period,  but  not  in 
this  early  period. 

Hughes:   Do  you  have  anything  to  say  about  the  early  CDC  definition  of 
AIDS?   Or  would  that  not  be  anything  that  would  really  concern 
you? 

Miller:   I  don't  really  have  much  to  contribute  on  this. 

Hughes:   Do  you  want  to  comment  on  your  understanding  of  the  San  Francisco 
model  of  AIDS  care? 


See  the  oral  history  with  Grace  Lusby  in  this  volume. 
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Miller:   No!   It's  sort  of  like  a  continuum,  quality,  process.   [laughs] 


AIDS  Community  Services 


Hughes:   What  about  AIDS  community  services,  which  are  a  part  of  that 

model,  and  must  have  had  an  impact  on  AIDS  policy  at  the  hospital? 
The  very  fact  that  they  existed  must  have  meant  that  you  did 
things  differently. 

Miller:   Unfortunately,  I'm  not  sure  we  thought  that  stuff  out  really  well. 
Quite  honestly,  I  think  that  it  happened  to  us,  and 
organizationally,  we  didn't  make  a  decision  to  have  community 
groups  be  part  of  giving  patient  care.   Nothing  happened  [knocks 
on  wood] ,  but  I  think  we  left  ourselves  open  for  some  legal 
issues . 

Hughes:   Along  what  lines? 

Miller:   Well,  what's  the  relationship  of  Shanti  to  giving  patient  care  on 
5A?   Having  access  to  the  patient's  chart?   Does  the  Shanti  worker 
write  in  the  chart?  What's  the  relationship  of  Shanti  to  the 
hospital,  to  the  city?   What  responsibility  does  the  hospital  have 
for  monitoring  performance?  Shanti 's  not  here  anymore  so  that's  a 
very  safe  one.   But  I  think  it  was  not  well  thought  out. 

Hughes:   Yes.   "We  need  this  service  and  therefore  we'll  bring  it  in." 
Miller:   No,  it  was,  "We're  the  service  and  we're  coming."   [laughter) 

Hughes:   I  see,  the  other  way  around.  As  you  doubtless  are  aware,  it  was 
not  a  tension-free  relationship.1 

Miller:   Right. 

Hughes:   Did  you  become  involved? 

Miller:   No.   It  was  one  of  those  things  that  nobody  wanted  to  touch.   So  I 
think  that  people  kind  of  lived  in  parallel  universes. 

Hughes:   Even  those  that  were  working  literally  shoulder  to  shoulder? 


1  For  discussion  of  Shanti 's  presence  at  SFGH,  see  Clifford  Morrison's 
oral  history  in  the  UCB  AIDS  Nurses  Series. 
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Miller:   I  think  they  had  to  do  it  that  way.   Gayling  or  Cliff  or  Alison 
[Moed]  would  answer  that  better.   Let's  say  there  was  a  staff 
nurse  with  a  concern.   I'm  not  sure  whether  his  or  her  head  nurse 
would  be  able  to  do  anything  about  it.   It  seemed  pretty  sloppy  to 
me. 


HIV  Charting 


Hughes:   Well,  have  we  said  enough  about  how  general  changes  in  health 

policy  impacted  AIDS  activities?  Are  there  federal  or  state  or 
even  county  policies  that  cause  AIDS  medicine  to  be  shaped 
differently? 

Miller:   Certainly—and  this  is  one  of  the  things  the  hospital  council  was 
involved  in—the  issue  about  HIV  charting.   It's  going  back  to  a 
very  interesting  issue,  and  I  think  the  hospital  has  certainly 
come  full  circle  on  it.   In  this  early  period,  the  advocates  are 
supporting  the  separate  charting  mechanism,  or  the  hidden  envelope 
in  the  chart,  giving  someone's  HIV  status. 


Miller:   All  the  providers  here  think  that  HIV  information  is  part  of  the 

patient's  diagnosis,  part  of  the  patient's  history,  and  that  we're 
really  doing  a  disservice  to  keep  that  information  separate.   This 
is  a  change  in  practice:   the  idea  of  having  HIV  move  more  toward 
a  primary  care  model  rather  than  a  specialty  model.   This  also 
comes  later,  but  it's  an  interesting  question,  and  that  is,  how 
does  our  care  system  adapt  as  more  and  more  people  are  substance 
abusers?  That's  all  I  can  think  of  in  terms  of  policy  changes. 


Impact  of  AIDS  on  SFGH 


Hughes:   Well,  just  one  wind-up  question,  and  that  is,  what  has  the  AIDS 
epidemic  meant  to  San  Francisco  General? 

Miller:   [pause]  I  think  that  General's  identity,  modus  operandi,  style  of 
management,  style  of  care  delivery,  was  in  the  last  forty  years  so 
influenced  by  emergency  care  and  so  influenced  by  crisis,  whether 
it  was  political  crisis  or  the  trauma  rolling  in  the  door.   Maybe 
the  real  lasting  contribution  of  AIDS  and  the  hospital's  response 
to  AIDS  is  thinking  about  a  more  long-term  commitment  to  a 
community:   We're  all  in  there  for  the  duration.   It  is  the 
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opportunity  to  look  at  our  public  health  roots  or  our  public 
health  connection,  and  what's  the  best  way  of  us  treating  this 
illness?   Part  of  it  happens  in  the  clinic,  part  of  it  happens  in 
5A,  but  a  lot  more  of  it  happens  in  our  connections  with  other 
community  providers,  with  joint  issue  development  or  problem 
solving  that  happens,  with  community  representatives  and  community 
providers  and  policy-makers.   It's  nice  to  see  epidemiology  become 
so  important  in  hospitals.   [laughs]   It  was  losing  there  for  a 
while.   It's  something  that  I  think  the  hospital  can  be,  should 
be,  is,  very  proud  of.   Though  it  hasn't  happened  as  quickly  as  I 
would  have  liked  it,  I  think  that  some  of  the  patient-focused  care 
that  happened  on  Ward  86  and  5A  really  has  been  able  to  serve  as  a 
model  for  other  parts  of  the  hospital.  And  I  think  it's  helped  us 
work  better  with  the  health  department.   [laughs]   It's  been  a 
struggle,  but  it  has. 

Hughes:   Well,  anything  more  that  you'd  like  to  say? 
Miller:   [laughter]   No! 
Hughes:   Well,  thank  you. 
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February  14,  1985 


TO:    Philip  R.  Lee,  M.D.,  and  Paul  A.  Volberding,  M.D. 
FROM:  Anne  A.  Scitovsky  and  Mary  Cline 
RE:    Data  on  AIDS,  etc. 

Data  on  AIDS  admissions  to  San  Francisco  General  Hospital  (SFGH) 
January  through  September,  1984 

Summary 

1.  There  were  a  total  of  323  AIDS  admissions  for  187  AIDS  patients  in  the  9- 
month  period  January  through  September  1984,  or  1.7  admissions  per  AIDS 
patient. 

2.  Of  the  total  number  of  admissions,  202  (or  63%)  were  admissions  of  Medi- 
Cal  patients.  All  but  6  (or  2%)  of  the  other  admissions  were  either 
self-pay  or  had  other  insurance  (private  insurance,  Workers  Compensation, 
CHAMPUS,  etc.). 

3.  The  average  charge  per  admission  was  $8047,  and  the  median  charge  was 
$5491. 

4.  The  average  charge  per  patient  day  was  $829,  and  the  median  charge  was 
$623. 

5.  The  average  length  of  hospital  stay  was  12.6  days,  and  the  median  length 
of  stay  was  8.0  days. 

6.  10.2%  of  all  admissions  spent  at  least  one  day  in  special  care  units. 
The  average  charge  for  such  an  admission  was  $15941  compared  to  $7239 
for  admissions  without  stays  in  special  care  units. 

7.  12.4%  of  all  admissions  had  charges  of  less  than  $1000,  and  13.9%  had 
charges  of  $15000  or  more. 

8.  62.0%  of  all  patients  had  only  one  admission  during  this  9-month  period 
and  7.9%  had  four  or  more  admissions. 

9.  The  average  inpatient  cost  per  patient  during  this  9-month  period  was 
$13680  (average  charge  per  admission  times  average  number  of  admissions 
per  patient) . 

10.  The  total  cost  of  these  323  admissions  in  this  9-month  period  was  $2.6 
million. 


NOTE:  The  above  figures  refer  to  hospital  charges  only  and  do  not  include 
charges  for  inpatient  professional  medical  and  surgical  services. 
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Table  2 


Distribution  of  charges  per  admission  by  amount  of  charge, 
AIDS  patients  admitted  to  SFGH  January-September  1984 


Percentage 

Amount  of  100.0 

charge,  *  (N=323) 

<  1000  12>4 

1000  -   1999  11>8 

2000  -   2999  n  5 

3000  -  4999  12.\ 

5000  -  9999  19  2 

10000  -  14999  19  2 

15000  -  19999  5  9 

20000  -  24999  3  7   . 

25000  and  over  4  3 


Table  3 


Distribution  of  AIDS  patients  admitted  to  SFGH 

January-September  1984  by  number  of  admissions 

per  patient  during  this  period 


Percentage 

Number  of  100-° 

admissions 

per  patient  (N=187j 


1  62.0 

2  18.2 

3 

4  5.3 

5  1:1 

6 

7  0.5 

10  °-5 


Average  number  of  admissions  per  patient,  January - 
September  1984:   1.7 
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PROCEDURE  FOR  WARD  86  NURSING  ASSIGNMENTS 


Nursing  assignments  will  be  made  on  a  daily  basis  by  the  head 
nurse  to  insure  efficient  flow  of  patients  through  the  clinic 
system.  In  order  to  avoid  overlapping  in  nursing  function,  the 
following  roles  have  been  defined  to  clarify  what  each  nurse  is 
responsible  for: 

Clinic  responsiblities: 

Charge   Nurse:   Is   in  charge  of  all  nurse  and  nurse 

practitioner   activities   for   the   assigned  clinic 

period. 
-Problem-solver  for  physician,  nursing,  clerical 

issues. 
-Stationed   primarily   at    the   nursing  station; 

assigns/refers  patient-  care  problems  to  appropriate 

staff. 

-Responsible  for  phone  triaging. 
-Approves  add-on  and  drop-in  patients  for  that  clinic 

day. 
-Notifies   clinic  attending  if  patients  are  "backing- 

up"  and  problem  solves  with  the   attending  on  how  to 

expedite  clinic  flow. 
-Assigns   patients   to   an  MD  or  NP  if  the  patient  is 

unassigned  or  MD  is  out  of  clinic. 
-Assigns  nursing  procedures  to  appropriate  staff. 
-Responsible   for   Oncology  Attending  Notes   (see 

Professional  Fee  Billing  Memo) . 
-NP's/MD's  will  let  charge  Nurse  know  where  they  are 

and  notify  her/him  when  they  leave  floor. 
-Responsible   for  notifying  the  head  nurse  whenever  a 

medically  unstable  or  potential   code   patient  comes 

into  clinic. 
-Does  chemotherapy  or  vital  signs  as  a  secondary 

back-up  nurse 
-Notifies  front  desk  if  medical  records  have  not  been 

received. 
-Responsible  for  completing  follow-up  letter 

registry. 

Flow  Nurse: 

-Makes  MD/NP  room  assignments. 

-Watches  for  room  openings,  patients  in  room  (one 
patient/provider) . 

-Notifies  Charge  Nurse  regarding  clinic  flow,  back 
ups,  problems,  etc. 

-Does  chemotherapy  preparation  as  the  primary  back-up 
nurse . 
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-Acts  as  the  float  nurse  to  cover  front  vital  signs 
area  and  back  treatment  areas. 

-Phone  triages  If  the  Charge  Nurse  is  on  the  phone  or 
tied  up. 

-Responsible  for  clinic  chart  checks  to  insure 
completeness,  eg.  checks  accordian  file  for  loose 
documents,  attaches  all  loose  materials  into  the 
chart,  looks  for  missing  labs,  completes  vital  signs 
and  chemotherapy  flow  sheets  as  needed,  Insures  that 
problem  list  and  chemotherapy  sheets  are  the  top 
sheets  of  the  right-hand  section  of  the  clinic 
chart,  etc. 

-Assists  with  procedures  as  needed. 

-Notifies   Charge  Nurse  if  assisting  with  vital  signs, 
chemotherapy,  procedures,  etc. 

Chemotherapy  Nurse ; 

-Responsible  for  mixing  and  administering  all  standard 

and  research  chemotherapy  and  medications. 
-Responsible  for  charting  all  medications  as  they  are 

administered. 
-Notifies   Flow  Nurse   if   assistance   is  needed   in 

preparing  medications. 
-Assists  with  procedures  if  assigned  by  Charge  Nurse. 

Vital  Signs  Nurse ; 

-Responsible   for  doing  vital  signs  on  all  patients  as 

they  are  checked  in. 

-Refers  patients  to  lab  if  blood  work  is  indicated. 
-Triages   problems   for  the  front  desk,  lab,  and  vital 

signs  or  problem-solving  . 
-Notifies  Flow  Nurse  if  assistance  is  needed  in  taking 

vital  signs  or  problem-solving. 
-Has  primary  responsiblity  for  directing  study  patient 

activities,   eg.   staging  activities,   serial   vital 

signs,  scheduling  appointments   and  return  visits, 

etc. 

General  Guidelines  for  Clinic  Activities: 

-The  phone  at  the  nurse's   station  should  be   left  free  for  the 

charge   nurse.   All   other   calls   should  be   taken  inside   the 

conference  room. 
-Every  patient  gets  vital  signs  done  before  they  are  seen  or 

treated. 
-All  study  patients  must   have   all   designated  tests  done  on  the 

day  they  are  requested. 
-The  Vital  Signs  Nurse   triages   the  front  area;  the  Charge  Nurse 

triages  the  back  area. 
-Any  nurse  who  initiates  problem-solving  must  carry  through  to 

completion. 
-The  Charge  Nurse  directs   and   is   responsible   for   all  nursing 

activities  during  the  designated  clinic  times. 

' 
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I.   INTRODUCTION: 


Ward  86  is  an  outpatient  medical  clinic  that  specializes  in 
caring  for  AIDS  and  oncology  (cancer)  patients.  This  clinic 
has  been  set  up  for  several  purposes: 

1.  to  provide  screening  and  referral  services  for  people  who 
feel  they  have  AIDS-related  symptoms. 

2.  to    provide   comprehensive    medical    care,    including 
evaluation,   diagnosis,  treatment  and  follow-up  care,   to 
people  with  AIDS  and  AIDS-related  conditions. 

3.  to  provide  comprehensive   and   coordinated   psycho-social 
support  services  for  people  with  AIDS   and  AIDS-related 
conditions. 

4.  to  participate  In  AIDS-related  research   in  an  on-going 
effort  to  gain  more  information  about  the  causes  of   AIDS 
and  about   the  most  effective  treatment  modalities   for 
AIDS  and  AIDS-related  conditions. 

5.  to  provide   comprehensive   medical   and  psycho-social 
support  services  for  people  with  cancer. 

People  who  can  receive  services  from  Ward  86  include: 

1.  People  who  need  evaluation  and  referral  for  symptoms  they 
feel  are  AIDS-related. 

2.  People  referred  by  physicians   for  evaluation,  diagnosis, 
treatment,     and/or    follow-up    care     of    AIDS, 
lymphadenopathy,  and/or  follow-up   care   of   other   AIDS- 
related  illnesses. 

3.  People  referred  by  physicians   for  evaluation,  diagnosis, 
treatment  and/or  follow-up  care  of  cancer. 

The  administrative  staff  of  Ward  86  include: 


Paul  Volberding,  M.D. 


Constance  Wofsy,  M.D. 


Donald  Abrams,  M.D. 


Gayling  Gee,  RN,  M.S. 


Director,  AIDS  Activities 
Co-Director,  AIDS  Clinic 
Chief,  Oncology  Services 

Co-Director,  AIDS  Clinic 

Asst.  Chief,  Infectious  Disease 

Service 

Asst.  Director,  AIDS  Clinic 
Hematology-Oncology 

Head  Nurse,  AIDS/Oncology 
Clinic 


Roberta  Gonzales-Wilson 


Adm.  Analyst,  AIDS/Oncology 
Services 


See  Appendix  A  for  Ward  86  Organizational  Chart 
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II.-  HISTORY  OF  THE  CLINIC: 


In  July,  1981,  Dr.  Paul  Volberding  was  appointed  the  Chief  of 
Medical  Oncology  at  San  Francisco  General  Hospital  (SFGH) .  The 
Oncology  Service  at  that  time  consisted  of  an  in-patient 
consultation  service  and  a  one-half  day  a  week  Oncology  Clinic, 
one  of  sixteen  sub-specialty  clinics  within  the  General  Medical 
Clinics.  The  service  consisted  of  one  attending,  Dr.  Volberding, 
and  one  University  of  California,  San  Francisco  (UCSF) 
hematology-oncology  fellow  who  rotated  through  the  service  for 
two  months  at  a  time.  The  fellow  was  assigned  to  the  in-patient 
hematology  and  oncology  consultation  service  and  attended  both 
the  Oncology  Clinic  (Wednesday)  and  Hematology  Clinic  (Friday) . 
An  average  Oncology  Clinic  consisted  of  eight  patients  and  two 
chemotherapy  administrations  per  week. 

In  September  of  1981,  Gayling  Gee  was  hired  as  a  nurse  for  the 
Service  as  part  of  a  plan  to  establish  a  faculty  practice  unit 
similar  to  that  of  UCSF's  Hematology-Oncology  Clinic. 
Anticipating  the  growth,  the  Oncology  Clinic  was  moved  out  of 
General  Medical  Clinic  in  September  and  established  on  Ward  5B, 
an  in-patient  unit.  5B,  which  eventually  became  the  AIDS  Special 
Care  Unit,  was  closed  to  in-patient  care  at  that  time.  It  was 
used  as  the  medicine  "on-call"  sleep  rooms  at  night  and  as  the 
Oncology  Clinic  on  Wednesday  mornings.  That  fall  and  winter,  the 
Oncology  census  grew  to  20  to  25  patients  per  clinic  with  an 
average  of  6  to  8  chemotherapy  administrations  per  week. 

In  the  summer  of  1981,  the  Centers  for  Disease  Control  first 
described  the  manifestations  of  a  new  disease,  Acquired 
Immunodeficiency  Syndrome  (AIDS) ,  and  the  Oncology  Clinic  saw  its 
first  Kaposi's  sarcoma  (KS)  patient.  This  patient's  disease 
progression  was  rapid;  he  died  that  winter  in  the  ICU  of 
extensive  external  and  internal  KS  lesions.  That  fall.  Dr. 
Volberding  became  very  involved  with  KS  at  his  UCSF  clinic.  He 
and  Dr.  Marcus  Conant ,  a  dermatologist,  established  the  KS  Clinic 
at  UC ;  it  was  housed  in  the  UCSF  Dermatology  Clinics.  Patients 
were  seen  in  the  KS  Clinic  where  lesions  were  biopsied,  and 
staging  was  completed.  Because  of  Dr.  Volberding 's  interest  in 
treating  this  new  form  of  KS,  the  decision  was  made  to  refer 
patients  to  SFGH  for  chemotherapy  administration.  In  January, 
1982,  three  KS  patients  began  receiving  weekly  outpatient 
chemotherapy  at  SFGH,  under  Dr.  Volberding 's  supervision.  By 
September,  1982,  the  weekly  AIDS  census  had  risen  to  12-15  KS 
patients.  The  first  alpha-interferon  trials  for  AIDS  had  begun 
and  10  patients  were  quickly  entered  for  daily  IV  or  SQ 
injections.  The  Oncology  Clinic  continued  to  meet  every 
Wednesday,  averaging  25  to  30  patients  and  8-10  chemotherapy 
treatments  per  week. 
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Dr.  Constance  Wofsy  became  involved  with  -Pneumocystis  carinil 
pneumonia  (PCP)  patients  when  they  were  hospitalized  at  SFGH, 
beginning  in  1982.  It  rapidly  became  apparent  to  her  that  PCP 
patients  required  on-going  primary  care  after  discharge.  She 
initiated  the  idea  of  opportunistic  infection  patients  being 
followed  in  the  same  clinic  as  KS  patients.  In  November  of  1982, 
both  KS  and  01  patients  were  seen  in  a  Monday  morning  clinic.  The 
Infectious  Disease  component  was  added  to  the  clinic  structure 
through  Dr.  Wofsy 's  interest  and  commitment. 

In  the  fall  of  1982,  the  increase  in  numbers  of  AIDS  and  Oncology 
patients  seen  in  clinic,  along  with  the  proposed  re-opening  of  5B 
as  an  in-patient  unit,  made  the  transfer  of  the  Oncology  Clinic 
to  a  new  location  imperative.  The  move  to  its  present  location, 
Ward  86,  occured  in  January,  1983.  At  that  time,  a  formal  AIDS 
Clinic  was  established,  with  Dr.  Paul  Volberding,  Chief  of 
Medical  Oncology,  Dr.  Constance  Wofsy,  Asst.  Director  of 
Infectious  Disease  and  Dr.  Steve  Follansbee,  Infectious  Disease, 
as  the  clinic  attendings.  Roberta  Gonzales-Wilson  also 
transferred  from  UCSF  in  January,  1983  as  the  Administrative 
Assistant  to  further  develop  oncology  and  AIDS  services  for  the 
clinic. 

Dr.  Donald  Abrams,  Medical  Oncology,  began  his  work  at  Ward  86  in 
July  of  1983,  bringing  with  him  a  200  +  caseload  of 
Lymphadenopathy  Syndrome  (LAS)  patients  from  UCSF.  Dr.  Abrams1 
concern  with  LAS  added  another  component,  that  of  AIDS-Related 
Conditions  (ARC),  to  the  service. 

The  AIDS  Clinic  at  SFGH  has  grown  as  rapidly  as  the  epidemic.  In 
September,  1981,  there  was  one  physician,  one  nurse  and  one  KS 
patient.  Now,  four  years  later,  there  are  6  attending 
physicians,  one  staff  physician,  one  head  nurse,  4  RN's,  3  nurse 
practitioners,  1  LVN,  2  phlebotomists,  1  pharmacist,  4  protocol 
managers,  5  clerical  support  staff,  5  administrative  support 
staff,  six  AIDS  clinics,  two  Oncology  clinics  and  over  250  AIDS- 
related  clinic  encounters  per  week.  And  the  need  continues  to 
grow. 

See  Appendix  B  for  History  of  Ward  86  Staffing. 
See  Appendix  C  for  Ward  86  Clinic  Staff  Roster. 

AIDS  is  also  a  multidisciplinary  problem,  requiring  input  from 
many  areas.  Complementing  the  AIDS  Service's  Oncology  and 
Infectious  Disease  expertise,  are  physicians  from  a  variety  of 
other  disciplines.  They  include  :  Dr.  Phil  Hopewell  of 
Pulmonary,  Dr.  John  Mills  of  Virology/Infectious  Disease,  Dr. 
John  Cello  of  Gastroenterology ,  Dr.  James  Dilley  of  Psychiatry, 
Dr.  James  O'Donnell  of  Opthamology,  Dr.  Daniel  Sooy  of  ENT,  Dr. 


I 

Andrew  Moss  of  Epidemiology,  Dr.  Richard  Crass  of  Surgery  i.  .Dr. 
Kent  Bottles  of  Pathology.  Each  of  these  physicians  have 
developed  AIDS  services  within  their  respective  discipline, 
contributing  to  the  overall  quality  and  comprehensiveness  of  AIDS 
patient  care  and  research  at  SFGH. 

See  Appendix  D  for  Multidisciplinary  Approach  to  AIDS  Care  at 
SFGH. 

Psycho-social  and  community  support  services  at  SFGH  have  also 
evolved  as  the  AIDS  epidemic  has  grown.  Ward  86  and  5B  have  had 
a  full  complement  of  Shanti  counselors  and  practical  support 
staff  since  March  of  1983.  The  SFGH  Medical  Social  Service 
Department  also  assigned  two  full  time  Social  Workers  to  both  the 
Ward  86  outpatient  clinic  and  the  Ward  5B  inpatient  unit  in  March 
of  1983.  Recognizing  the  complexity  of  AIDS  care,  the  department 
has  assigned  10056  of  each  social  worker's  time  to  work  solely 
with  AIDS-related  issues.  The  AIDS  Health  Project,  a 
comprehensive  mental  health  program  for  AIDS  funded  by  the 
Department  of  Public  Health,  has  also  assigned  a  full-time 
psychiatric  social  worker  to  Ward  86  in  March,  1984,  to  provide 
psychiatric  assessment,  intervention,  and  individual  and  group 
counseling.  The  Shanti  counselor,  Medical  Social  Worker  and 
Psychiatric  Social  Worker  coordinate  their  activities  and  work 
together  to  provide  comprehensive  psycho-social  support  to  both 
Ward  86  outpatients  and  Ward  5B  inpatients. 
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III.   CLINIC  INFORMATION: 

Hours:    Monday-Friday,  8:30  am  to  5:00  pm 
Address:    Ward  86,  995  Potrero  Ave  (at  22nd  St),  San 

General  Hospital,  San  Francisco,  CA  94110 
Phone:    (415)  821-8830.   All  patients  are  seen  by 

appointments . 
Clinic  Schedule  (by  appointment  only) : 


Francisco 


1.   AIDS  Clinic:    (General) 

Mondays 

8:30  am  - 

12  Noon 

1:00  pm  - 

4:30  pm 

(ARC/AIDS) 

Tuesdays 

8:30  am  - 

12  Noon 

(OI/AIDS) 

Thursdays 

1:00  pm  - 

4:00  pm 

(KS/AIDS) 

Fridays 

8  :  30  am  - 

12  Noon 

2.   Nurse  Screening  Clinic: 

Thursdays 

8  :  30  am  - 

12  Noon 

3.   Oncology  Clinic: 

Tuesdays 

8:30  am  - 

12  Noon 

Wednesdays 

8:30  am  - 

12  Noon 

4.   Prescription  Refill  Clinic: 

Tuesdays 

9:00  am  - 

11  :  00am 

Thursdays 

1:00  pm  - 

3  :  00  pm 

5.   Outpatient  Transfusions: 

Tuesdays  thru 

8:30  am  - 

2:00  pm 

Fridays 

Summary: 

Total  no.  openings/week        = 

298 

Oncology        « 

55 

AIDS 

243 

Total  no.  refill  openings      « 

12 

Total  no  transfusions  openings  - 

6 

No.  AIDS  clinics 

6 

No.  One  clinics               » 

2 

No.  Refills  clinics 

2 

Emergencies: 

1.  Clinic:   For  problems   that  occur  during  clinic  hours  (Mon-F 

8:30  am  -  5:00  pm)  call  821-8830.. 

2.  Evening  Hours   and  Weekends:   Call  821-8830  and  leave  a  messe 

with  answering  service.  For  acute,  life-threaten; 
problems,  call  the  emergency  room  at  821-8255. 

3.  Long  Range  Pagers:   The  clinic  provides  physician  consultation 

hours  a  day,  7  days  a  week  coverage  for  the  All 
Oncology  and  Infectious  Disease  services  via  3  lot 
range  pagers. 

See  Appendix  E  for  Ward  86  Clinic  Schedule. 
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IV.   CLINIC  STAFF: 

Physician  staff:  Because  Ward  86  is  part  of  a  teaching 
hospital,  many  different,  rotating  physicians  assist  in 
providing  medical  care  to  Ward  86  clinic  patients.  However, 
each  patient  is  seen  with  attending  physicians  who  are 
members  of  the  permanent  clinic  staff.  They  coordinate  and 
oversee  all  of  the  medical  care  provided  in  clinic.  Every 
endeavor  is  made  to  have  a  patient  see  one  provider  on  an 
ongoing  basis.  Rotating  physicians  include  doctors  from 
infectious  disease  and  oncology  fellowships,  family  practice 
and  general  medicine. 

Nurse  Practitioners:   Nurse  practitioners   are   an  Important 

part   of  the  AIDS  Clinic.   They  provide  primary  care  to  AIDS 

\  patients,  do  screening  histories  and  physicals  on  people   in 

high-risk  groups,  and  participate  in  monitoring  patients   on 

clinical   research  protocols.   Nurse  practitioners   practice 

under  the  frame  work  of  specific   process   protocols  and  are 

5  under  the  clinical  supervision  of   the  attending  physicians 

!•  and  administrative  supervision  of  the  head  nurse. 

1 

Nursing  staff:   The  RN  and  LVN  staff  coordinate  patient  care 

A  within  the  clinics.   Their  functions   include:   coordinating 

patient  flow,  dispositioning  patients,  assisting  with 
procedures,  triaging  drop-in  patients,  triaging  phone  calls, 
administering  chemotherapy  and  investigational  drugs, 
monitoring  patients  on  investigationals,  administering  blood 
and  blood  products,  coordinating  hospital  admissions  and 
radiation  therapy  referrals,  and  making  appropriate 
referrals  to  Shanti,  Hospice,  and  medical  and  social  service 
referrals. 

See  Appendix  F  for  Nursing  Staff  Role  and  Responsibilities. 

Pharmacist:   The  Clinical  Pharmacist  provides   pharmacy  and 
primary  care  services  to  AIDS  and  oncology  patients,  acts  as 
f  a  consultant  to  the  medical  and  nursing  staff,  and  provides 

drug  Information  to  patients  and  staff  about  standard  and 
investigational  drugs.  Specific  pharmacist  responsibilities 
include:  staffing  the  Prescription  Refill  Clinic, 
consulting  with  staff  on  drug  information,  educating  and 
developing  written  materials  for  patients,  overseeing 
pharmacokinetic  studies  on  investigational  drugs,  overseeing 
inventory  of  routine  and  investigational  drugs,  and 
participating  in  the  development  and  implementation  of 
clinical  trials  of  investigational  drugs. 
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V.    CLINIC  SERVICES: 

The  AIDS  clinic  staff  at  San  Francisco  General  Hospital 
(SFGH)  has  developed  great  expertise  in  caring  for  AIDS 
patients.  The  physicians  are  specialists  with  backgrounds 
in  oncology  and  infectious  diseases,  who  see  patients 
together  in  clinic  and  consult  regularly  on  the  care  of  AIDS 
patients.  The  nurse  practitioner  and  RN  staff  have  also 
developed  special  skills  in  screening,  evaluating  and 
providing  nursing  care  to  people  with  AIDS  and  AIDS-related 
conditions.  The  physicians  and  nurses  work  together  with 
social  workers,  psychiatrists,  Shanti  and  Hospice  services 
to  provide  comprehensive  and  coordinated  care. 

Nurse  Screening  Clinic:  Nurse  Screening  Clinic  is  a  new  and 
innovative  model  of  nursing  care.  It  was  developed  shortly 
after  we  moved  to  Ward  86  in  January,  1983.  It  was 
established  due  to  the  increasing  numbers  of  people  seeking 
screening  and  medical  services  and  limited  physician 
resources  at  that  time.  Media  coverage  of  AIDS  prompted 
increased  community  awareness  and  numerous  calls  were  coming 
in  from  the  so-called  "Worried  Well"  for  screening  services. 
A  smaller  number  were  actually  symptomatic  and  required 
evaluation.  The  Nurse  Screening  Clinic's  purpose  is 
fourfold:  1)  to  provide  screening  services  to  a  general 
population  of  both  symptomatic  and  asymptomatic  individuals, 
2)  to  provide  access  to  a  medical  system  knowledgeable  about 
AIDS  care,  3)  to  facilitate  physician  evaluation  by 
providing  preliminary  screening  of  potential  AIDS  patients, 
and  4)  to  provide  a  systematic  approach  to  the  nursing 
evaluation  of  an  AIDS  patient  that  extends  beyond  just  the 
Screening  Clinic.  Protocols  and  algorithms  were  developed 
to  guide  nursing  actions  and  decisions. 

Nurse  Practitioners  now  staff  this  clinic,  using  the  same 
screening  form  to  obtain  an  AIDS  specific  history.  Based  on 
the  patient's  history,  appropriate  lab  tests  are  ordered. 
Patients  with  suspicious  symptoms  are  referred  to  one  of  the 
AIDS  clinics.  Patients  not  suspicious  for  AIDS  but  in  need 
of  other  services  are  referred  to  the  appropriate  medical 
and  support  systems,  such  as  medical  clinics,  crisis 
counseling,  "worried  well"  groups,  etc.  Education  about 
AIDS  and  counseling  for  risk  reduction,  infection  control, 
and  emotional  support  are  provided  to  all  patients. 

See  Appendix  G  for  Ward  86  Nurse  Screening  Form. 

See   Appendix   H   for   Process   Protocols    for   Nurse 
Practitioners . 
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AIDS  Clinic:  Patients  seen  in  this  clinic  are  either  nurse 
or  physician  referred.  A  physician  or  nurse  practitioner 
will  review  lab  results  and  past  medical  records,  and  will 
do  a  physical  examination,  looking  specifically  for  AIDS- 
related  problems.  The  physician  or  practitioner  may  then 
consult  with  other  physicians  in  the  clinic.  Then,  together 
with  the  patient,  the  physician  will  determine  whether 
further  evaluation  Is  necessary,  discuss  the  diagnosis, 
discuss  treatment  options,  and  plan  for  long  term  care. 
People  with  non-AIDS  related  problems  will  be  referred 
elsewhere  for  appropriate  care. 

ARC/AIDS  Clinic:  Patients  in  this  clinic  are  either  nurse 
or  physician  referred.  The  focus  and  expertise  in  this 
clinic  are  for  AIDS-Related  Conditions  (ARC)  or 
Lymphadenopathy  Syndrome  (LAS) .  The  evaluation  and 
treatment  process  is  the  same  as  for  the  AIDS  Clinic. 

OI/AIDS  Clinic:  Patients  in  this  clinic  are  either  nurse  or 
physician  referred.  The  focus  and  expertise  in  this  clinic 
is  on  Opportunistic  Infections  (01).  This  clinic  is  staffed 
by  nurse  practitioners  and  Infectious  Disease  physicians. 
The  evaluation  and  treatment  process  is  as  described  above. 

KS/AIDS  Clinic:  Patients  'in  this  clinic  are  either  nurse  or 
physician  referred.  The  focus  and  expertise  in  this  clinic 
is  Kaposi's  sarcoma  (KS) .  This  clinic  is  staffed  by  nurse 
practitioners  and  Oncologists.  The  evaluation  and  treatment 
process  is  as  described. 

Prescription  Re-fill  Clinic:  The  Clinical  Pharmacist  staffs 
the  prescription  re-fill  clinic  for  patients  who  only 
require  refills  of  medications  for  a  chronic,  stable  medical 
problem.  The  pharmacist  takes  a  drug  history,  assesses  the 
patient's  response  to  therapy  and  checks  for  compliance  to 
the  regimen.  Physical  assessment,  laboratory  testing  and 
initiation  of  new  drugs  or  alteration  of  the  drug  regimen 
may  be  done  by  the  pharmacist  according  to  specified 
pharmacist  protocols. 

See  Appendix  I  for  Process  Protocols  for  Pharmacist. 


The  patient  is  seen  in  the  clinic  that  most  specifically 
addresses  his/her  medical  problem.  Patients  are  easily  referred 
from  01  clinic  to  KS  Clinic,  etc.,  depending  on  which  medical 
diagnosis  is  the  primary,  active  problem. 
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Summary  of  services  provided  by  the  AIDS  Clinic  staff: 

Primary  medical  care  for  AIDS 

AIDS  consult  services 

Primary  medical  care  for  oncology 

Oncology  consult  services 

Nurse  Screening  Clinic  for  AIDS 

Prescription  Refill  Clinics 

Chemotherapy  administration 

Investigational  drug  administration 

Outpatient  blood  transfusions  and  hydration 

Outpatient  phlebotomy  services 

Outpatient  procedures  including: 

lumbar  punctures 
bone  marrows 
skin  punch  biopsies 

Shanti  counseling  services 
Medical  social  services 
Psychiatric  social  services 
VNA/Hospice  referrals 
Radiation  oncology  referrals 
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VI  .   Community  Agency  Interface 


Many  AIDS  patients  are  seen  in  a  weekly  if  not  daily  basis, 
especially  if  they  are  on  treatment  protocols. 
Consequently,  clinic  staff  become  very  familiar  with  patient 
needs  and  concerns.  But  we  don't  do  all  the  care  by 
ourselves.  We  have  an  extensive  AIDS  network  that  helps  us 
to  provide  coordinated  patient  care  both  in  the  clinic  and 
in  the  community. 

Ward  86  has  three  clinic  resources: 

The  Shanti  Project  is  an  integral  part  of  our  clinic.  We 
have  a  Shanti  counselor  who  provides  emotional  support  and 
crisis  counseling  to  AIDS  patients  in  the  clinic.  The 
Shanti  volunteer  support  staff  of  4,  escorts  patients  to  the 
hospital  or  pharmacy  from  the  clinic  and  does  1,001  errands 
for  both  patients  and  clinic  staff. 

The  AIDS  Health  Project  provides  us  with  a  clinic  based 
psychiatric  social  worker  who  works  with  patients  on  crisis 
as  well  as  chronic  emotional  issues. 

The  Medical  Social  Service  Department  of  SFGH  has  assigned  a 
full-time  Medical  Social  Worker  to  help  AIDS  patients  with 
concrete  needs,  such  as  disability,  SSI,  housing, 
transportation,  food,  etc. 

Community  AIDS  services  that  we  network  with  include: 

The  Shanti  Project  provides  volunteer  counselors  for  one-to- 
one  patient  support,  family  groups,  and  bereavement  groups. 

The  Shanti  Residence  Project  provides  housing  and  attendant 
support  care  to  people  with  AIDS. 

VNA  /Hospice  /AIDS  Home  Care  Program  provides  skilled  nursing 
services,  home  attendant  service  and  nursing  support  for 
AIDS  patients  in  the  home  during  terminal  care. 

Public  Health  Nurses  make  home  visits,  do  home  assessments, 
and  provide  nutritional  counseling. 

District  Health  Centers  »1  and  »2  have  clinics  for  doing 
AIDS  screening  and  providing  ARC  care.  The  Health  Centers 
use  screening  forms  based  on  the  ones  developed  at  Ward  86 
and  refer  severe  ARC  and  emerging  AIDS  patients  to  SFGH  when 
appropriate.  They  also  are  sites  for  the  AIDS  antibody 
testing,  with  a  full  educational  and  counseling  program  for 
anyone  tested. 
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•  The  AIDS  Foundation  is  the  referral  site  for  calls  regarding 
general  AIDS  information.  The  AIDS  Hotline  takes  a  burden 
off  the  clinic  staff  who  can't  take  the  time  for  general 
informational  questions.  They  also  provide  literature  on 
AIDS  and  risk  reduction  for  patients  in  pamphlet  form  for 
our  clinic  waiting  and  provide  educational  services  for 
providers . 

Our  goal  is  to  provide  comprehensive,  coordinated  care  to  all 
AIDS  patients.  We  have  an  excellent  model  of  care  to  do  this. 
It  provides  for  multidisciplinary  medical  and  nursing  care, 
multidisciplinary  psycho-social  care  and  integrates  that  care 
with  various  community  agencies. 
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Grace  I.  Lusby 
CURRICULUM   VITAE 

Home  Address:  Office  Address^' 

5966   Chabolyn   Terrace  San   Francisco  General  Hospital 

Oakland.   CA^    94618  1001   PoU'ero  Avenue 

(510)   655-1219  San  Francisco,   CA     94110 

SS#   567-44-5759  (4^5)   821-8684 

EDUCATION 

1986  Centers  for  Disease  Control,  Atlanta,  GA. 

Applied   Epidemiology. 

1985  Centers  for  Disease  Control,  Atlanta,  GA. 

Management   Skills  for  the  Infection  Control  Nurse. 
Course   Managers   Training. 
CDC   2400  -  G 

1981  University  of  California.   San  Diego,   CA. 

Certificate  Program  in  Epidemiology  for  Infection  Control  Teams. 
Completed    with  Honors. 

1971  Centers  for   Disease   Control.  Atlanta.  GA. 

Microbiology   of  the   Hospital   Environment. 

1970  Centers  for   Disease  Control,   Atlanta.  GA. 

Surveillance.     Prevention     and     Control    of     Hospital     Associated 
Infections. 

1966-1968  University  of  California.   San   Francisco.  CA. 

Masters  of  Science  Degree  and  Post-Masters   Studies  in  Nursing. 
Major   -Clinical   Specialist. 

1960-1964  University   of  California,   San   Francisco,   CA. 

Bachelor  of  Science  Degree  in  Nursing. 
Registered  Nurse. 

Certificate  in   Public   Health  Nursing   and   Psychiatric 
Nursing. 

1959-1960  Stanford   University,  Palo  Alto,  CA. 

Graduate   Studies  in  Department  of  Education  in   Supervision. 

1955-1957  University  of  California,  Los  Angeles,  CA. 

Bachelor  of  Arts  Degree  in  Elementary  Education. 
State  of  California  Elementary  Teaching  Credential. 

1953-1955  Cottey  College,  Nevada,  MO. 

Associate  of  Arts  Degree. 
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EMPLOYMENT 

1969-PreDOJft.t  Infection  Control  Practitioner 

San  Francisco  General  Hospital.   San   Francisco.  CA. 

Teaching,  surveillance  of  hospital  acquired  infections;  data 
collection  and  statistical  analysis;  epidemiological  studies: 
problem  solving:  participation  in  development  of  Infection  Control 
Guidelines  for  AIDS;  participation  in  the  establishment  of  an 
Inpatient  Medical  Specialty  Unit  designed  for  care  of  AID? 
patients;  implementation  of  Universal  Body  Substance  Precautions 
isolation  system;  supervision  of  one  Infection  Control  Nurse. 

Consultation  with  San  Francisco  Fire  and  Police  Departments. 
Nursing  Registries,  Medical  Supply  Rental  Companies,  and  other 
Hospitals  and  Health  Care  Agencies  on  AIDS  related 
procedures/resuscitations. 

San  Francisco  Public  Health  Department-wide  Infection  Control 
Committee  to  draw  up  uniform  Body  Substance  Precautions  for 
City  Facilities,  Fran  Taylor,  MD,  Chair,  1987. 

19C7-1969  Private  Duty  Nurse 

Professional  Registry,   San  Francisco,  CA. 
Primarily   Open  Heart   Surgery  cases. 

19G4-196C  Head   Nurse.  Assistant  Head  Nurse.   Staff  Nurse 

Moffitt    Hospital.     University     of    California.     San    Francisco.     Cancer 
Research   Unit. 

1957-1960  Elementary   School  Teacher 

Palo   Alto   Unified    School   District.   Palo   Alto.   CA. 
Grades   K  and   4. 

AFFILIATIONS 

Cal-OSHA   Communicable  Diseases   Advisory   Committee,   State  of  California. 
Pacific   Center  AIDS   Project,  Berkeley.  CA.     Co-Chair.  Advisory  Council. 
California    (State    Health    Department)   AIDS    Task    Force   Representative    from    CAL-APIC 


(California  Association  for  Practitioners  of  Infection  Control)  Coordinating  Council. 

San    Francisco    (Health   Department)   AIDS    Task    Force,    representing    Infection   Control. 
SFGH. 

University  of  California,  San  Francisco,  AIDS  Task  Force,  Infection  Control  Practitioner 
from   San  Francisco  General  Hospital. 

APIC  (Association  for  Practitioners  of  Infection  Control)  Bay  Area: 

Chair,  Bay  Area  APIC  AIDS  Resource  Group;  Recording  Secretary;  Board  of  Directors; 
Chair,  Nominating  Committee;  Treasurer. 

San  Francisco  VTomens  AIDS   Network,   San   Francisco,  CA. 

• 
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A WARDS /HONORS 

Founder's  Award  at   AIDS/ARC:     Update  1988,  San   Francisco,  CA,  for  leadership  in   AIDS 
education   locally   and   nationally   since   1982. 

Marquis   Who's   Who  in   American   Women      1995-1996 
Marquis   Who's   Who  in   American   Nursing        1996-1997 

SPEAKING   ENGAGEMENTS 

1990  University   of    California,    San    Francisco,    Department    of    Laboratory- 

Medicine  Core  Course  for  Laboratory  Medicine  Residents,  San 
Francisco,  CA.  "Infection  Control",  1/90,  5/90. 

/ 

1989  1989  National  AIDS    Update:      San  Francisco,  CA.      "Hospital    Infection 

Control",   10/89. 

CAMLT  Convention.  Medical  Lab  Technologists,  Santa  Clara,  CA. 
'"Universal  Precautions  and  the  Laboratory".  9/89. 

Abortion  Rights:  The  Power  of  Commitment.  San  Francisco,  CA. 
"Infection  Control  for  Clinics  for  HIV  Infected  Women",  4/89. 

AIDS  Provider  Education  for  Physicians,  San  Francisco,  CA. 
"Universal  Precautions",  2/89. 

1988  Australia     and     New      Zealand     Intensive     Care      Scientific      Meetings: 

Melbourne.  Australia.  "Infection  Control  in  Intensive  Care"  and 
"Nursing  Control  in  Intensive  Care".  10/88. 

Second  National  AIDS  Conference,  San  Francisco,  CA.  "Infection 
Control".  9/88. 

AIDS  Provider  Education  Experience  (for  Physicians)  funded  by  a 
California  State  Grant.  "Infection  Control:  Universal  Body  Substance 

Precautions". 

"\IDS:  New  Challenges  in  Nursing  Education",  Curriculum  Development 
for  Inservice  Educators,  UCSF  School  of  Nursing  Summer  Institute, 
San  Francisco,  CA. 

1987  International   Heterosexual   AIDS,   Atlanta,   GA.      "Nosocomial   Aspects" 

and   "Nursing   Aspects". 

Comprehensive  Care  of  the  AIDS  Patient:  San  Francisco  General 
Hospital.  "Issues  Related  to  the  Transmission  of  AIDS  and  Infection 
Control". 

AIDS/ARC  Update  '87:  "Practical  Implementation  of  the  UCSF  AIDS 
Infection  Control  Guidelines",  San  Francisco,  CA. 

AIDS:  Health  Department  Leadership  and  Community  Response,  a 
national  conference  "Educating  the  Health  Care  Worker 
(Implementation  of  Universal  Blood  and  Body  Fluid  Precautions)",  San 
Francisco,  CA. 
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1987  AIDS    Infection    Control    for    Podiatric    Physicians    and    Staff,    Nuclear 

Medicine  Society  of  Northern  California,  San  Francisco,  CA.  AORN 
nurses,  homeless  shelters  medical  staff. 

1986  AIDS  Education  for  Emergency    Workers.     State  funded  training,   9/8C. 

San   Diego.   Sacramento,   Los   Angeles,   San   Jose. 

County  Supervisors  Association  of  California.  "AIDS  -  A  Rational 
Approach  for  Public  Employers",  1/86,  San  Diego,  CA. 

Health  Education  Services.  "Infection  Control  for  CPR  Instructors", 
Menlo  Park,  CA. 

4th  National  AIDS  Forum,  George  Washington  University.  "Antibody 
Screening:  Counselling  High  and  Low  Risk  Populations".  3/86. 
Washington,  DC. 

Bay  Area  Infection  Control  Practitioners.  CDC  Management  Skills 
Course.  San  Francisco  Bay  Area. 

American  Lung  Association  of  North  Carolina.  "TB  and  AIDS",  Black 
Mountain,  NC. 

1985  AIDS     classes/consultations     for     management     groups     in     hospitals, 

private  industry,  airlines,  public  workers  (Police,  Fire  and  Ambulance 
services).  San  Francisco  Bay  Area. 

UCSF/SFGH  "AIDS:  Update  85".  5/85.  Keynote  Speaker  and  workshop 
leader.  San  Francisco,  CA. 

Hospital  Council  of  Northern  California.  "AIDS  Update".  10/85. 
Oakland,  CA. 

UCSF   "Women  and  AIDS".   11/85,   San  Francisco,  CA. 

Talk  Shows  on  AIDS:  KPFA  Radio,  "Women  and  AIDS".  KGO  Radio, 
"Lee  Rogers  Show". 

Med.   Syn.  Intern.     "AIDS:     Epidemic  of  the  80's",  Los  Angeles,  CA. 

Amer.  Med.  Intern.  Two  hospital  corporation  training  films  on  AIDS 
for  physicians  and  health  care  workers,  Los  Angeles,  CA. 

Talk  Show  on  AIDS:  King  TV  (NBC)  -  Good  Company  Show,  Seattle, 
WA. 

1984  "Meeting  the  Needs  of  the  Person  Hospitalized  with  AIDS",  Workshop 

for  the  Third  National  AIDS   Forum,  6/84,  New   York,  NY. 

"Opportunistic  Infections  in  People  with  AIDS  (or  who  might  have 
AIDS)",  Workshop  for  the  Third  National  AIDS  Forum,  6/84,  New  York, 
NY. 

"Practitioners  Response  to  an  Epidemic",  poster  session  for  the 
National  Educational  Conference  for  the  Association  of  Practitioners 
in  Infection  Control,  6/84,  Washington,  DC. 

"Women  at  Risk:  Strategies  for  AIDS  Prevention  and  Education"  for 
people  who  outreach  to  women  at  potential  risk  for  AIDS.  Keynote 
Speaker,  San  Francisco,  CA. 


1984  "AIDS  Overview  for  Community  Health  Nurses"  and  "Support   Services 

for  AIDS  Patients"  for  San  Francisco  Community  College  District 
Educational  Counselors.  San  Francisco.  CA. 

"AIDS  Care:  Beyond  the  Hospital"  for  home  care  providers.  San 
Francisco.  CA. 

"AIDS:  The  Impact  on  the  Health  Care  Provider"  for  the  19th  Annual 
San  Francisco  Cancer  Symposium,  3/84,  San  Francisco.  CA. 

"AIDS  in  an  Educational  Counselor"  for  the  San  Francisco  Community 
College  District  Board  of  Directors,  San  Francisco,  CA. 

"AIDS  in  the  Prison  System"  for  Corona  Correctional  Facility,  Medical 
Care  Personnel,  5/84,  Corona,  CA. 

"AIDS  Forum",  a  planning  session  for  community  action  in  San  Mateo 
County,  9/84,  San  Mateo,  CA. 

"AIDS  and  the  University  of  Vermont  Medical  Center",  G/84, 
Burlington.  VT. 

"Transmissibility  of  AIDS",  Marin  General  Hospital,  7/84,  San  Rafael, 
CA. 

1983-84  San  Francisco  AIDS    Foundation  Speakers  Bureau:     AIDS   Epidemiology 

and  Infection  Control  classes  for  the  general  public,  public  workers 
(sanitarians,  firemen,  police,  ambulance  drivers),  dentists,  dental 
hygienists.  morticians,  college  level  educational  counselors,  health 
care  providers  (nurses,  doctors,  home  health  aides,  public  health 
nurses,  physical  and  occupational  therapists,  social  workers, 
discharge  planners). 

1983  Second    National    AIDS    Forum,    Denver,    CO.       Co-Chair    with    Stephen 

Follansbee.   MD:      "Issues  in   Infection  Control   Workshop". 

San  Francisco  Health  Department,  "AIDS:  A  Symposium".  Co-Chair 
with  Paul  Volberding,  MD.  Health  Workers  and  Public  Servants  Risk 
Reduction  Workshop.  San  Francisco,  CA. 

AIDS//KS   Foundation   Speakers   Bureau,   San   Francisco.   CA. 

1982-83  Over    170   classes    on   AIDS    for    Health    Workers   in    the   hospital    and 

clinics:     ancillary   hospital   workers. 

1982  "Nosocomial  Infections",  Health  Care  Services  Administration  course  of 

study,  Golden  Gate  University,   San  Francisco,  CA. 

1980  "Cleaning  and  Decontamination  in  Central  Supply",  Training  program 

for  Central  Supply  Technicians  at  Ralph  K.  Davies  Medical  Center,  San 
Francisco,  CA. 

1979  "Infection  Control  and  the  Orthopaedic  Wound",  Continuing  Education 

for  Orthopaedic  Nurses  and  Allied  Health  Personnel,  Sir  Francis  Drake 
Hotel,  San  Francisco,  CA. 

1977  "Infection     Control     in      the      Emergency      Department",      Emergency 

Department  Nurses  Association  Annual  Assembly,   San  Francisco,  CA. 
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1976  "Infection     Control:         Cleanliness.      Sterilization     and     Disinfection". 

Infection  Control  in  the  Skilled  Nursing  Facility".  California  State 
Health  Department  training  program  for  State  Licensing  Surveyors, 
Oakland.  CA. 

1965  Participated   in   radio  talk   show    on    working    with   the   dying. 

UCSF 

Played  role  on  closed  circuit  TV  movie  on  working  with  dyint 
patients  and  the  impact  on  the  nurse  (for  subscribing  hospitals) 
through  UCSF. 

Keynote  Speaker  at  two  workshops  on  working  with  the  dying: 
Fairmont  and  Peninsula  Hospitals. 

PUBLICATIONS 

Jackson.  Marguerite  M,  Lusby,  Grace  and  Bouvier,  Brenda.  "Considerations  and 
Controversies  of  AIDS",  Today's  OR  Nurse.  11:10;  20-23,  26,  October,  1989. 

Lusby.  Grace  I.  "AIDS  Infection  Control"  in  Gee,  GG.  and  Moran,  T.  Eds.  AIDS: 
Concepts  in  Nursing  Practice.  Williams  &  Wilkins.  Baltimore,  MD,  1988. 

Lusby.  Grace  I.  "Infection  Control"  in  Lewis.  A,  Ed.  Nursing  Care  of  the  Person  with 
AIDS/ARC.  Aspen.  Rockville,  MD,  1988. 

Lusby,  Grace   I.      "Nosocoruial   Infection   Precautions"    in   Schinazi,  RF   and  Nahmias,   AJ. 

Eds. 

AIDS  in   Children,   Adolescents  and   Heterosexual  Adults:     an   Interdisciplinary    Approach 

to   Prevention.      F.l^evier.  New    York.  NY,   1988. 

Ljsb\.  Grace  I.     "Infection  Control  Guidelines  for  Podiatric  Practice".    J  Amer   Podiatric 

Med   Assoc   78:3:147-152.   1988. 

Lusby,  Grace  arid  Schietinger,  Helen.  "Infection  Precautions  for  People  with  AIDS 
Living  in  the  Community"  in  Quackenbush,  M  and  Sargent,  P,  Teaching  AIDS.  Network 
Publications.  Santa  Cruz,  CA,  1988. 

Lusb^.  Grace  I.  "The  Basics  of  Infection  Control".  AIDS  Information  and  Guidelines. 
Hosp  Council  No.  CA.  In  press. 

Lusby,  Grace  I.     "A  Rational  Approach  to  AIDS  and  Infection  Control".     The  Link.  2:1:6- 

7,   1st  Quarter,   1986. 

Lusby,  Grace,  Martin,  Jeannee  Parker  and  Schietinger,  Helen.  "AIDS:  Infection  Control 
in  the  Home:  A  Guideline  for  Caregivers  to  Follow".  Amer  J  Hospice  Care.  3:2:24-27, 
Mar/April,  1986. 

Lusby,  Grace  and  Schietinger,  Helen.  "Instructions  for  Those  Giving  Direct  Care  in  the 
Home  to  Persons  with  Acquired  Immune  Deficiency  Syndrome".  Continuing  Care 
Coordinator;  Health  Watch.  4:8:  Health  Watch  35,  September,  1985. 

Lusby,  Grace.     "When   AIDS   Education  Doesn't  Take".      Infection  Connection.  3:3,   July, 

1985. 

Lusby,  Grace.  "AIDS:  The  Impact  on  the  Health  Care  Worker".  Frontiers  in  Radiation 
Therapy  and  Oncology,  Vol  XIX,  1985.  Presented  at  the  Nineteenth  Annual  San 
Francisco  Cancer  Symposium,  3/4/84. 


Lusby.  Grace  and  Schictinger,  Helen.  "Infection  Precautions  for  People  with  AIDS 
Living  in  the  Community",  in  AIDS:  An  Infection  Control  and  General  Information  Packet 
for  Health  Care  Providers.  Revised  1984. 

Lusb>.  Grace,  et  al.  "Decontamination  of  Large  Equipment  Rented  to  People  with 
Infectious  Diagnoses,  in  AIDS:  An  Infection  Control  and  General  Information  Packet  fox 
Health  Care  Providers.  Revised  1384. 

Lusby.  Grace,  et  al.  "Handling  of  Clothing  with  Blood  and  Body  Wastes",  for  Police. 
Fire  and  Ambulance  Services  in  AIDS:  An  Infection  Control  and  General  Information 
Packet  for  Health  Care  Providers.  Revised  1984. 

Lusby,  Grace  I.  "Hou  Infections  are  Transmitted",  in  AIDS:  An  Infection  Control  and 
General  Information  Packet  for  Health  Care  Providers.  Revised  1984. 

APIC  •  San  Francisco  Bay  Area  Chapter  (G  Lusby,  Chr,  AIDS  Resource  Group)  and  San 
Francisco  AIDS  Foundation.  AIDS:  An  Infection  Control  and  General  Information  Packet 
for  Health  Care  Providers.  2nd  Edition.  1984. 
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City  and  County  of  San  Francisco  Department  of 

Public  Health 


San  Francisco  General  Hospital 
Medical  Center 


February  23,  1983 

To:     Geoffrey  N.  Lang 

Executive  Administrator 

Fm:     W.  Keith  Hadley,  M.D. 

Mary  Anne  Johnson,  M.D. 

Co-Chairs  infection  Control  Committee 

Grace  Lusby,  R.N. 

Infection  Control  Coordinator 

-i 

Re:     Infection  Precautions  for  AIDS  Patients 

The  Infection  Control  Committee  considered  your  questions  about 
infection  precautions  for  AIDS  patients  at  meetings  on  February  4  and 
16,  1983.  Other  meetings  occurred  on  February  7th  with  Drs.  Hopewell 
and  Volberding;  February  8th  with  physicians  and  nurses  representing 
the  infection  control  programs  at  San  Francisco  Veterans 
Administration  Hospital,  U.C.  -  Moffitt  Hospitals  and  San  Francisco 
General  Hospital;  and  February  15th  with  Drs.  Sande,  Volberding, 
Hopewell,  members  of  the  SFGH  Infection  Control  Committee,  Thomas 
Griffin  and  Jerry  Rankin.  Since  that  time  we  have  talked  to  members 
of  the  AIDS  Study  Group  and  Hospital  Infections  Section,  Drs.  Harold 
Jaffee  and  Steven  Solomon,  at  Centers  for  Disease  Control  (CDC)  about 
the  precautions  they  advise. 

The  Committee  sees  many  reasons  for  establishing  a  central  unit  to 
provide  care  for  AIDS  patients.  They  include: 

1.  Ease  of  education  of  a  dedicated  staff. 

2.  Provision  of  better  care  by  a  handpicked  concerned  staff. 

3.  Improved  psychological  support  services  for  patients,  patient's 
families,  and  staff  could  be  provided  in  a  dedicated  unit. 
Support  groups  from  the  community  could  work  with  patients  in  a 
dedicated  unit  more  readily. 

4.  Uniform  isolation  practices  can  be  taught,  and  enforced  more 
easily  on  a  dedicated  unit. 

5.  The  AIDS  Unit  attending  physicians  can  serve  as  a  focal  point 
to  help  answer  questions  from  Unit  personnel  and  others  in  the 
Hospital . 

6.  Provision   of   a   minor   procedure   room   for   bronchoscopy   & 
endoscopy  of  AIDS  patients.    Special  precautions  required  for 
protection  of  operators  can  be  carried  out  more  effectively. 
Decontamination  of  instruments  and  environment  necessary  for 
AIDS  can  be  better  controlled. 
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The  Infection  Control  Committee  (ICC)  believes  that  AIDs  patient 
infection  precautions  which  are  presently  practiced  in  various  units 
of  the  Hospital  in  private  rooms  are  safe.  They  equal  or  exceed  those 
advised  by  CDC.  CDC  has  advised  a  set  of  precautions  based  on 
hepatitis  precautions,  because  the  epidemiology  of  AIDS  follows  a 
similar  pattern-  of  transmission  through  close  personal  contact  or 
through  common  use  of  needles  or  blood  products.  To  date  no  hospital 
worker  has  deveoped  AIDS  unless  they  are  in  one  of  the  established 
high  risk  groups.  There  is  no  evidence  of  hospital  transmission  of 
AIDS  to  patients.  The  reasons  for  setting  up  an  AIDS  patient  unit  are 
significant.  We  believe  such  a  unit  should  be  formed. 

The  ICC  does  not  believe  that  isolation  rooms  as  defined  in  California 
State  Title  22  are  necessary  for  regular  inpatient  or  ICU  AIDS  patient 
precautions.  Title  22  requires  a  vestibule  to  the  individual  patient 
room,  zero  or  negative  air  pressure  in  the  room,  a  hopper  in  the  room, 
sink  in  the  room  and  the  vestibule.  (Please  see  addendum  which 
describes  Isolation  Rooms  at  SFGH)  Private  room  precautions  of  the 
sort  already  described  by  the  ICC,  and  outlined  in  the  addendum 
"Infection  Precautions  for  Patients  on  5B",  are  appropriate  for  AIDS 
patients,  if  they  are  enforced.  We  would  see  an  AIDS  Patient  Unit  as 
one  made  up  of  a  number  of  private  rooms  each  with  a  sink  and  toilet 
or  hopper.  Gown,  mask,  and  glove  for  secretion  and  blood  precautions 
would  be  practiced  as  necessary  when  entering  each  patients  room  in 
the  same  way  they  are  practiced  in  private  rooms  at  present.  We  do 
not  believe  that  gowning  and  masking  upon  entering  the  unit  is  useful. 
It  may  be  harmful,  in  that  appropriate  precautions  needed  for  each 
particular  patient  may  not  be  practiced  if  people  entering  the  unit 
put  on  gowns  or  masks.  A  temporary  partial  barrier  across  the  entry 
way  to  the  5B  Unit  will  serve  to  remind  individuals  that  special 
precautions  are  necessary  on  this  unit.  Knee  action  sinks  for  hand 
washing  should  be  provided  at  the  entrance  of  the  unit  and  in  two 
additional  locations  in  the  main  hallway.  If  there  is  insufficient 
space  on  this  proposed  unit  to  house  patients  needing  AIDS  infection 
precautions  or  if  there  are  overriding  medical  reasons  to  house  an 
AIDS  patient  on  another  unit,  patients  may  be  housed  in  other  units  in 
private  rooms  using  AIDS  infection  precautions.  Such  decisions  should 
be  made  jointly  by  the  admitting  service  attending  physician  and  the 
attending  physician  for  the  AIDS  unit.  There  should  not  be  and  need 
not  be  different  precaution  standards  in  the  5B  Unit,  as  compared  to 
private  room  precautions  defined  for  other  units  housing  AIDS 
patients. 

There  must  be  provision  of  a  negative  pressure  procedure  room  in  the 
central  core  of  5B  for  bronchoscopy  and  other  endoscopy. 
Decontamination  facilities  for  bronchoscopes  and  other  endocopes 
should  be  nearby. 

A  uniform  policy  of  infection  precautions  for  AIDS  patients  should  be^ 

practiced  in  this  Hospital.    If  one  unit  practices  more  sti^iric|.QUtJ 
precautions  than  another,   this  may  lead  to  concern  among  Hospital 
personnel  for  their  safety.    This  also  makes  teaching  of  infection 
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precautions  very  difficult.  The  ICC  request  that  each  unit  which 
wants  to  change  its  infection  control  policy  send  this  proposed  change 
to  the  ICC  for  review. 

In  response  to  your  specific  questions: 

1.  What  kind  and  degree  of  isolation  should  be  required 
for  AIDS  patients. 

The  zero  or  slightly  negative  pressure  which  probably  exists  in 
most  private  rooms  because  of  venting  of  rooms  is  adequate. 

Windows  in  the  rooms  need  to  be  kept  closed. 

7   ,i  V./,*l  - 

I  Patients  should  be  permitted  to  leave  the  room  with  mask  when 
j  appropriate  to  go  to  other  parts  of  the  hospital  for  procedures 

and  to  visit  other  patients  when  acceptable  to  the  physician  in 

charge . 

The  entire  AIDS  Patient  Unit  does  not  need  to  be  a 
masked/gowned  ward.  Please  see  "Infection  Precautions  for 
Patients  on  5B"  which  is  attached. 

The  entire  5B  area,  including  rooms  along  passage  to  5R,  could 
be  used  for  AIDS  patient  rooms  if  needed.  A  waiting  room 
should  be  provided  for  5R  visitors  so  as  not  to  interfere  with 
the  normal  operation  of  5B.  A  permanent  barrier  need  not  be 
built  at  the  nurses  station.  A  temporary  structure  is 
adequate . 

2.  What  type  of  patient  should  be  admitted  to  such  a  unit? 

See  list  in  "Infection  Precautions  for  Patients  on  5B".  The 
ICC  is  opposed  to  using  the  AIDS  Unit  as  a  general  communicable 
disease  unit.  The  ICC  does  not  have  any  objection  to  other 
patients  being  housed  in  front  of  5R  or  5B  except  for  those 
patients  who  have  immune  suppression  listed  in  the  appended 
"Infection  Precautions  for  Patients  on  5B". 

Who  should-  decide  each  admission? 
Such  decisions  are  usually  made  by  a  Senior  Resident  on  duty 
upon  consultation  with  an  attending  or  unit  physician  when 
necessary . 

3.  What  are  the  6  and  12  month  projections  for? 
a)  Numbers  of  AIDS  isolation  beds  needed 

Admission  of  AIDS  patients  to  the  Hospital  has  been  sporadic 
with  a  flurry  when  the  syndrome  was  first  observed  two  years 
ago,  and  a  large  increase  starting  in  November  1982  and 
continuing  to  the  present.  Because  of  a  high  fatality  rate  one 
may  look  at  the  present  clinic  population  representing 
prospective  inpatients.  Many  of  the  present  inpatients  are 
MIA.  We  suspect  that  the  marked  increase  in  inpatients  at 
SFGH-MC  will  continue. 

-3- 


2AH 


There  are  9  inpatients  at  present,  one  in  ICU. 
4&5.  What  is  our  current  isolation  profile? 

See  addendum  describing  Title  22  "Isolation  Rooms"  at  SFGH. 

Current  infection  control  precautions  rarely  use  the  few  strict 
isolation  rooms  as  defined  by  Title  22  present  only  on  4_E  and 
Nursery. 

Private  room  isolation  accounts  for  approximately  10-15 
patients  at  any  time.  Most  of  them  are  AIDS  patients  (9  at 
present).  Others  might  include  patients  with  tuberculosis, 
enteric  infections,  or  a  few  other  infections. 

Current  private  room  isolation  procedures  receive  first 
allocation  of  private  rooms.  ICC  is  not  aware  of  any  incidents 
in  which  appropriate  isolation  was  not  possible  because  of  lack 
of  a  private  room  or  private  rooms  were  not  available  when 
needed  for  other  reasons.  We  suspect  that  there  will  be 
increasing  numbers  of  AIDS  inpatients  with  greater  use  of 
private  rooms  in  the  future.  When  this  happens,  there  may  be  a 
shortage  of  private  rooms. 

It  is  necessary  to  add  2  ICU  rooms  in  the  larger  rooms  at  the 
back  of  5B  or  in  the  front  of  5R.  These  beds  need  not  have 
the  Title  22  vestibule  but  must  contain  adequate  sinks  with 
knee  controls,  and  a  hopper  for  waste  disposal  as  well  as  the 
usual  ICU  hook-ups. 

6.   If  5B  becomes  an  AIDS  ward: 

What  should  be  done  regarding  overflow  from  5B? 

Use  present  private  room  isolation  precedures  in  other  units  of 
the  Hospital  as  done  at  present. 

Can  we  be  flexible  about  double  occupancy? 

Flexibility  might  be  considered  for  two  patients  who  have  lymph 
node  syndrome  but  should  not  be  considered  for  patients  who 
have  respiratory,  intestinal  or  disseminated  opportunistic 
infection  eg  Pneumocystis ,  Mycobacter ium  avium,  Histoplasma, 
Cryptococcus ,  CMV  or  intestinal  parasites  (Cryptospor idium , 
Isospora  etc.) 

How  should  we  handle  AIDS  patients  in  psychiatry? 

Psychiatric  patients  should  be  assigned  to  the  appropriate 
medical  or  surgical  ward  necessary  for  care  of  any  problem 
other  than  psychiatric  illness. 
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What  should  be  done  on  an  interim  basis  until  a  unit  is 
establ i  shed? 

Follow  private  room  isolation  procedures  as  defined  by  ICC. 
Make  sure,  that  there  is  adequate  decontamination  of  endoscopes 
used  on  AIDS  patients.  Establish  special  handling  and  labeling 
of  patient  specimens.  Provide  extra  phlebotomy  service  by 
phlebotomy  team  to  patients  in  isolation. 

Summary  of  Re commend at  ions  Whi  ch  Need  Budgeta  ry  Support 

1.  Appropriate  staffing  of  5B  Unit  and  proposed  ICU  beds  at  the 
back   of   5B.     This   includes   physician  and  nursing   staff. 
In-fection  precautions  will  be  practiced  when  there  is  adequate 
time  to  do  them. 

2.  Provide  a  temporary  barrier  across  the  entrance  way  to  5B  to 
serve  to  warn  individuals  that  they  are  entering  an  area  where 
special  precautions  are  necessary.   Install  knee  action  sinks 
at  entrance  to  5B  and  2  other  locations  in  the  hallway. 

3.  Renovation  of  rooms  at  the  back  of  5B  and  5R  or  at  the  front  of 
5R,  as  necessary  for  AIDS  ICU  care  to  provide  sinks  with  knee 
action,  hoppers  and  doorways  with  windows.   These  rooms  would 
not  be  classified  as  isolation  rooms  according  to  Title  22. 
They  would  be  private  ICU  rooms  appropriate  for  the  precautions 
recommended . 

4.  Renovate  a  treatment  room  or  other  appropriate  room  in  the 
central  core  of  5B  to  be  used  for  minor  procedures  on  AIDS 
patients.   This  room  would  be  used  for  bronchoscopy ,  and  other 
endoscopy.   Negative  air  pressure  is  necessary.   An  adjacent 
room  where  instrument  washing  and  decontamination  can  be  done 
is   necessary.       This   recommendation   has   extremely   high 
priority.   Personnel  doing  bronchoscopy  or  other  endoscopy  are 
being  exposed  to  large  doses  of  infectious  agents  from  AIDS 
patients.  -   Although   these   infectious  agents  usually  do  not 
infect  healthy  individuals  and  produce  serious  disease,  the 
dose  received  might  overcome  usual  body  defenses. 

5.  Provide   2   extra   bronchocopes   so   that   decontamination   by 
Ethylene  Oxide  or  Glutaraldehyde  (eg  Cidex)  can  be  done.   The 
turn  around  time  on  ethylene  oxide  sterilization  is  24  hours 
and  12  hours  for  glutaraldehyde  (Cidex).   The  ICC  opinion  and 
information  from  CDC  is  that  these  should  be  used  for  endoscope 
decontamination  rather  than  an  lodophor  (Betadine).   A  Cidex 
machine  for  more  efficient  decontamination  should  be  obtained. 

5.  Better  identification  and  handling  of  AIDS  specimens  is 
necessary  for  protection  of  ward  personnel,  messengers  and 
laboratory  personnel.  We  recommend  provision  through  the  store 
room  of  pressure  sensitive  labels  -  "Hepatitis  or  AIDS 
Precautions"  and  "ziplock"  bags  to  contain  the  specimens. 
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6.  Extra  phlebotomists  to  draw  blood  on  patients  in  private  room 
or  AIDS  precautions.   The  phlebotomy  team  would  need  at  least 
an  additional  2  (25%)  part-time  phlebotomists  weekdays  and  at 
least  2  (10%)  part-time  phlebotomists  weekend  and  holidays  to 
complete  ward  draws  including  5B  by  8  AM,  or  in  2  hours. 

Cost  of  additional  phlebotomy  personnel  to  support  proposed 
AIDS  Isolation  Ward  (5B)  would  be: 

$8, COO/year  for  2  phlebotomists  10%  (weekend) 

2  phlebotomists  25%  (weekday) 

7.  Respirators   used   for  AIDS  patients   should   have   disposable 
tubing  or  sterilization  of  segments  which  may  be  contaminated 
using  ethylene  oxide  or  glutaraldehyde .   If  Respiratory  Therapy 
chooses  to  use  disposable  tubing  it  may  need  to  be  budgeted. 
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ISOLATION  ROOMS  AT  SAN  FRANCISCO  GENERAL  HOSPITAL 
AIDS  PATIENT  PRECAUTIONS 

Title  22  defines  an  isolation  room  and  includes  such  things  as  a 
vestibule,  sink,  hopper  for  wastes,  air  flow,  etc.  This  hospital  has 
2  "Isolation  Rooms"  on  4E  (not  a  very  desirable  place  for  AIDS 
patients  since  the  4E  patients  tend  to  be  heavily  infected  and  may  be 
a  risk  to  AIDS  patients)  ,  2  "Isolation  Beds"  in  Recovery  (which  are 
now  the  Surgi  -  Center) ,  and  1  "Isolation  Room"  in  the  Nursery.  There 
are  zero  "Isolation  Rooms"  on  the  general  wards.  Our  Isolation  Ward 
was  originally  drawn  into  the  blueprints  for  this  building  but 
abandoned  because  it  is  the  general  belief  that  such  units  do  not 
contribute  significantly  to  containing  infection.  Staph  infections 
are  readily  spread  from  such  units  despite  strict  controls  because 
human  carriers  are  an  important  part  of  the  way  in  which  it  is  spread. 
Other  infections  such  as  TB  and  Hepatitis  have  not  been  spread  all 
over  this  hospital  despite  the  lack  of  such  facilities.  The  Trauma 
team  have  all  had  Hepatitis  because  of  the  nature  and  intensity  of 
contact  with  infectious  blood  which  would  not  be  prevented  by  such 
f aci 1 i  ties. 

Our  use  of  the  term  Isolation  Room  refers  to  a  private  room  with  a 
sink  for  hand  washing  and  a  toilet  for  disposal  of  wastes.  Any 
private  room  will  do. 


INFECTION  PRECAUTIONS  FOR  PATIENTS  ON  5B 

Purpose :   To  protect  patients  who  are  immuno  compromised  and  to 

protect  health  care  personnel  who  have  close  contact  with 
body  fluids. 

Cr  i  ter  ia  for  Admission  tx>  SB  : 

Patients  with  the  following  diagnoses  should  be  admitted  to  5B 
when  space  is  available  and  no  other  reasons  preclude  housing  the 
patient  on  this  unit. 

a)  Acquired  immunodeficiency  syndrome  or  AIDS 

b)  Kaposi's  sarcoma 

c)  Immune  Thrombocytopenic  Purpura  (ITP)  in  gay  male 

d)  Lymph  node  syndrome 

e)  Gay  male  with  fever  and/or  pulmonary  infiltrate  being  worked 
up  for  AIDS 

f)  Pneumocystis 

g)  Opportunistic  infections  in  patients  with  no  previously 
existing  cause  for  immunosuppression 

h)  Patients  followed  in  AIDS  clinic  admitted  for  AIDS  related 
problems 

Other  patients  may  be  admitted  if  beds  are  needed  but  should 
not  be  patients  with  leukemia,  lymphoma,  Hodgkins,  non-AIDS  on 
cancer  chemotherapy,  Prednisone  >  20  mg  a  day  long  term,  aplastic 
anemia.   For  psychological  reasons,  these  beds  would  be  last 
choice  for  non-AIDS  patients. 


Precaution :   Until  the  etiologic  agent  is  identified,  it  seems  Prudent 
to  institute  certain  precautions  to  protect  individuals  working  with 
these  patients.   These  should  include  at  least  infection  precautions 
appropriate  for  CMV  and  Hepatitis  B  viruses. 

1.  Patients  should  be  admitted  to  private  rooms  to  protect  them  for 
contact  with  diseases  to  which  they  are  more  susceptible.   These 
rooms  should  have  a  ventilation  balance  of  zero. 

2.  Careful  handwashing  after  patient  contact  is  of  utmost  importance, 
even  when  gloves  have  been  worn. 

3.  Gowns  should  be  worn  when  giving  direct  care  when  significant 
contamination  is  expected.   This  particularly  includes  ICU  beds 
and  procedures  such  as  bronchoscopy .   Water  barrier  gowns  should 
be  used. 

4.  Goggles  should  be  worn  when  any  splatter  is  expected. 
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5.  Excretion  and  blood  precautions,  i.e.  wearing  of  gloves  for  direct 
contact  with  blood  including  blood  drawing  and  IV  starting,  urine, 
stool,  vomitus,  and  other  body  fluids  should  be  instituted. 
Contaminated  material  should  be  placed  in  red  or  orange  plastic 
bags  and  designated  as  "Infectious  Waste"  by  placing  in  biohazard 
cans.   Needles  should  not  be  broken  or  recapped  due  to  the  danger 
of  splatter  and  needle  sticks.   For  the  safety  of  all,  the 
unbroken  needles  and  sharps  should  be  placed  in  a  puncture  proof 
container  in  the  patient's  room.   When  full,  container  should  be 
sealed,  placed  in  Orange  or  Red  Biohazard  bags  and  given  to  Porter 
for  Infectious  waste  disposal. 

6.  Masks  should  be  worn  by  coughing  patients  when  leaving  room 
Patients  may  ambulate  in  Unit,  to  visit  other  patients,  and 
outside  unit  for  procedures  wearing  a  mask  when  required. 

Employees  and  visitors  should  wear  masks  in  the  presence  of 
patients  with  AIDS  who  are  coughing  or  intubated. 

The  ability  of  AIDS  patients  to  excrete  significant  amounts  of  CMV 
from  lungs  is  not  known. 

There  is  no  evidence  at  this  time  that  the  transmissible  agent  of 
AIDS  is  spread  by  the  respiratory  route.   However,  until  more  is 
known  it  seems  prudent  to  protect  everyone. 

7.  Pregnant  women  should  not  be  assigned  to  this  ward. 

8.  All  wastes  from  Unit  should  be  disposed  of  in  Orange  Biohazard 
bags . 

9.  Dietary  trays  may  be  disposable  for  convenience. 

1C.  All  AIDS  patient  specimens  sent  to  the  Clinical  Laboratory  or 

Anatomic  Pathology  must  bear  a  pressure  sensitive  label  "Hepat i  t is 
or  AIDS  Precautions"  on  the  requisition  and  the  specimen 
container.   Patient  name  and  B  number  must  also  be  put  on  the 
requisition  and  specimen  container.   The  specimen  container  will 
be  put  into  a  plastic  "ziplock"  bag  and  the  requisition  attached 
to  the  outside  of  the  bag  with  tape.   Labels  and  "ziplock"  bags 
can  be  requisitioned  from  the  store  room. 
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SUBJECT:   Isolation  Procedures  for  patients  with  Kaposi's  Sarcoma  and  other 
acquired  Immunodeficiency  Syndromes. 

RATIONALE:   To  prevent  the  possible  transmission  of  an  unknown  infectious 
agent  to  susceptible  individuals. 

POLICY:     Although  an  infectious  etiology  for  the  acquired  ininunodef i- 
ciency  syndromes  has  not  been  proven  the  epidemiology  of  the 
syndrome  suggests  a  transmissible  agent.   Cytonegalovirus , 
hepatitis  B,  and  Epstein-Barr  viruses  have  all  been  considered 
as  possible  causes.   Intimate  contact  with  blood  or  secretions 
may  be  necessary  for  transmission. 

PROCEDURE:   Until  the  etiologic  agent  is  identified,  it  seems  prudent  to 
institute  certain  precautions  to  protect  individuals  working 
with  these  patients.   These  should  include  at  least  isolation 
precautions  appropriate  for  CMV  and  Hepatitis  B  viruses. 

1.   Patients  should  be  admitted  to  private  rooms. 


2.   Careful  handwashing  after  patient  contact  is  of  utmost 
importance,  even  when  gloves  have  been  worn. 
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3.   Excretion  and  blood  precautions  i.e.  wearing  of  gloves 
for  direct  contact  with  blood,  urine,  stool  vomitus, 
and  other  body  fluids  should  be  instituted.   Contami 
nated  material  should  be  placed  in  red  or  orange  plastic 
bags  and  designated  as  "Infectious  Waste".   Needles 
should  be  rendered  unfit  for  use  and  discarded  as  for 
all  needles. 

A.   Pregnant  women  should  ideally  not  care  for  patients  with 
this  syndrome. 

5.   Identification  of  patients  requiring  these  isolation 
measures  will  be  by  the  physicians  caring  for  the 
patients  and  the  head  nurse  or  charge  nurse  on  each 
unit.   In  addition,  oncology  and  infectious  disease 
consultants  seeing  these  patients  will  ask  that 
isolation  be  instituted  if  it  has  not  already  been 
done.   Key  diagnoses  that  will  alert  medical  staff 
to  the  need  for  isolation  will  include: 

a)  Acquired  immunodeficiency  syndrome  or  AIDS 

b)  Hay  immunodeficiency  syndrome  or  GRIDS 

c)  Kaposi's  sarcoma 

d)  IIP  in  gay  male 

e)  Gay  lymph  node  syndrome 

f)  Gay  male  with  fever  and/or  pulmonary  infiltrate 

g)  I'neurnocys  tis 
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To:   Nursing  Units,  Clinics  and  Satellite  Clinics,  Operating  Room, 
House  Staff,  Clinical  Laboratory,  Anatomic  Pathology 
Cardiopulmonary  Laboratory,  ICU  Laboratory 

Fm:   Infection  Control  Committee,  S.F.G.H. 
Co-Chairs.  Mary  Anne  Johnson,  M 
Keith  Hadley,  M  D. 


Re.   Labeling  and  Containment  of  Specimens  From  AIDS 
and  Hepatitis  B  Patients 

Specimens   from  patients  with  the  known  or  suspected  diagnosis  of 

Hepatitis  B  or  AIDS  to  be  sent  to  any  laboratory  from  this  Hospital  or 

Clinics  must  be  marked  "H/A  Precautions"  on  both  the  specimen 

>ntainer  and  the  requisition.    Labels  will  be  available  for  this 

purpose.   However,  when  they  are  not  available  specimen  containers  and 

requisitions  must  be  marked  "H/A  Precautions". 

bags   will   be   available   to   contain   most   H/A   specimen 
Containers  too  large  to  fit  in  the  "Zicloc"  bags  must 
lid  sealed  shut  with  tape. 

"Ziplocs"  and  labels  will  be  available  from  the  Storeroom. 

Requisitions  must  be  attached  to  the  outside  of  the  "Ziploc"  bag  by 
>ber  band  or  tape,   never   inside  the  bag.    Otherwise  it  may  be 
impossible  to  identify  the  source  of  a  broken  or  leaking  specimen 
container  . 

These   labeling   and   containment   precautions   apply   to   all   patient 
specimens    including   tissues,    blood,    body   fluids,   "secretions, 
ions,  exudates   swabs   aspirates  and  smears. 

No  hospital  worker  is  known  to  have  developed  AIDS  through  exposure  to 
patients  or  patient  specimens.    However,  AIDS  epidemiology  follows 
Hepat  tis  B  where  there  is  a  well  known  risk. 

Laboratories  will  be  expected  to  exercise  care  in  handling  all  patient 
specimens  since  the  diagnosis  of  Hepatitis  B  or  AIDS  may  not  be  known. 


Geoffrey  Lang , 

Executive    Administrator  PRECAUTIONS 
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GUIDELINES  FOR  ALLOWING  HOSPITAL  EMPLOYEES  TO  RETURN  TO  WORK 
AFTER  INFECTIOUS  ILLNESS: 

I.  Chickenpox   -  may  return  7  days  after  1st  eruptions. 

II .  HEPATITIS 

Hepat i  tis  A_  -  1  week  after  onset  of  jaundice  if  not  grossly 
jaundiced  by  observation. 

HEPATITIS  B_  -  2  weeks  after  onset  of  jaundice  if  not  grossly 
jaundiced  by  observatf<3n . 

V   V  ^ 

Non  A/Non  B_  hepati  tis  -  2  weeks  after*  onset  of  jaundice  if 
not  grossly  jaundiced  by  observation. 

III .  Methicillin  Resistant  Staphylococcus  -      ^  *~ 

^  , 

Cultures  to  be  taken  by  Employee  Health 
Service  as  outlined  in  infection  control 
protocol.   May  return  to  work  if  cleared  by 
infection  control  nurse. 

IV.  Rubel la      -  may  return  after  7  days  from  1st  eruptions. 

V.  Shigella 

VI.  Salmonel la     Must  have  2  cultures  that  are  negative.  1st 

culture  must  be  taken  minimum  of  24  hours 

VII.  Campylobacter  after  ceasing  medications.   2nd  culture  should 

be  taken  at  a  minimum  of  48  hours  after  1st 
culture. 

Exception:     Food  Handlers  who  must  be  off  medications  1 
week  prior  to  1st  culture  --  2nd  culture 
should  be  taken  1  week  after  1st  culture. 

VIII.  Streptococcal  Infections  -  Negative  culture  on  of  off 

antibiotics . 

IX.  Tuberculosis  -  To  be  handled  on  a  case  by  case  basis  in 

consultation  with  an  Employee  Health  physician 
and  the  TB  Control  Office. 

X.  Amoebiasis ,  Giardiasis  -  Negative  stool  exam  for  ova  and 

parasi  tes  on  therapy. 

Exception:     Food  handlers  must  have  completed  a  course  of 
therapy  and  have  negative  stool  exam  for  ova 
and  parasites  one  week  after  completion  of 
therapy. 


XI.   Acquired  Immunodeficiency  Syndrome  (AIDS)  -  to  be  handled  on 

a  case  by  case  basis  by  an  Employee  Health 
physician  in  consultation  with  an  AIDS  Clinic 
physician.   Hospital  employees  with  AiDS,  who 
have  recovered  from  an  intercurrent  illness, 
may  generally  return  to  work.   They  should  be 
instructed  on  health  care  precautions  for 
employees  with  hepatitis  B  antigenemia. 
Employees  with  AIDS,  because  of  their 
potential  for  having  opportunistic  infections, 
should  not  care  for  patients  with 
immunosuppression. 


• 


XII.  Employee  with  immunosuppression  as  a  result  of  disease  or 

therapy  should  evaluate,  with  their  personal 
physicians,  their  own  risks  of  working  in  a 
hospital  environment.   Such  employees,  if 
returning  to  work  should  provide  a  letter  from 
their  physicians  to  their  supervisor 
indicating  their  abilities  to  work  and 
outlining  any  patient  care  areas  where  they 
should  not  work  or  attend. 

NOTIFICATION  £F  REPORTABLE  DISEASES 

The  hospital requires  employees  with  any  of 
the  reportable  diseases  listed  above  to  report 
such  illness  to  the  Employee  Health  Service. 
Information  about  employee  illness  is  kept 
confidential.   However,  reporting  communicable 
illness  is  mandatory  for  the  protection  of 
both  patients  and  staff  and  for  education, 
where  appropriate,  of  the  infected  employee. 

San  Francisco  General  Hospital 
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-M*    ,\AA  Additions  to  AIDS  Infection  Precautions 

if  t< 

'*   jjv/  Masks  (on  the  patient  when  leaving  the  room  and  on  others  when 

fiL   entering  room)  should  be  added  to  the  precautions  for  the  following 
|  $-'     reasons: 

1)  AIDS  patients  are  more  susceptible  to  certain 
respiratory  diseases  such  as  mycobacterium  species, 
pneumocy stis ,  and  various  fungi  because  of  impaired 
immune  function. 

2)  employees  and  visitors  who  do  not  know  the  status  of 
their  immune  system  function  might  be  susceptible  to 
respiratory  di  sease'j  of  AIDS  patients 

3)  the  ability  of  AIDS  patients  to  excrete  sicnificant 
amounts  of  CMV  from  lungs  is  not  known 


Gloves  for  blood  contact  includes  drawinc  bloc 


(This  addition  was  approved  by  the  Infection  Control  Committee, 
12/15/82) 


W.  Keith  Hadley,  M.D.,  Pn.D. 
Co-Chair,  Infection  Control 
Committee 
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Needle  Precautions 

The  goal  of  the  Infection  Control  Committee  is  to  have  a  system  for 
disposing  of  needles  and  sharps  which  does  not  include  breaking 
needles  (resulting  in  splatter  of  mucous  membrans  with  infectious 
agents)  or  recapping  needles  (a  common  cause  of  needle  sticks).   In 
order  not  to  break  or  recap  needles  safely,  it  is  necessary  to  have 
a  puncture  proof  container. 

Until  an  appropriate  system  can  be  instituted  hospital -wide ,  we  are 
temporarily  using  the  "Baker  Boxes"  in  the  rooms  of  patients  on 
Blood  Precautions  (particular  emphasis  on  AIDS  and  Hepatitis). 
Because  of  limited  supplies  of  "Baker  Boxes",  AIDS  and  Hepatitis 
patients  should  have  first  priority.   "Baker  Boxes"  can  be  obtained 
from  Grace  Lusby  (beeper  230)  or  Carol  Hoqar.  in  Hemarology  (Carol 
does  not  deliver). 

V;hen  using  "Baker  Box": 

1)  place  box  in  rooms  of  Blood  Precaution  patients  (first 
priority  to  AIDS  and  Hepatitis  patients) 

2)  do  not  break  or  recap  needles  or  sharps 

3)  mark  box  Biohazard  (get  labels  from  Grace) 

4)  cap  when  full  and  give  to  porter  for  Infectious  V;aste 
Di  SDOsal 


W.  Keith  Hadley,  M.D.,  Ph.D. 
Co-Chair,  Infection  Control 

Committee 

January  4,  1983 
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NEEDLESTICK  EXPOSURES  TO  A.I.D.S 


It  is  -the  policy  of  the  Infection  Control  Committee  that  any  employee 
or  staff  member  should  be  seen  by  Employee  Health  for  appropriate 
follow  up  after  a  needlestick  or  significant  blood  exposure  to  AIDS. 
CDC  has  formed  a  Task  Force  to  evaluate  such  exposures.  The  follow  up 
will  be  as  follows: 

1.  All  needlesticks  must  be  reported  to  Employee  Health.  An 
accident  report  should  be  filled  out  as  for  other  injuries. 

2.  Employee  will  be  evaluated  for  Hepatitis  B  exposure  and 
treated   accordingly.   Gamma  globulin  (ISG)  is  given  as 
part  of  this  protocol. 

3.  Additional  gamma  globulin  (ISG)  may  be  offered  to  the 
employee . 

However,  the  employee  will  be  informed  that  there  is  no 
data  to  substantiate  its  use. 

4.  30cc  blood  will  be  drawn  in  a  heparinized  tube  and  taken  to 
the  virus  lab,  Bldg  100  3rd  floor  to  be  processed  for  white 
cells  and  sent  to  CDC.   Arrangements  should  be  made  a  half 
day  ahead  of  time  with  the  lab,  ext.  8191. 


xW 


/Keith  Hadley,  M  .  D  .  /  Mary  Anne  Johnson,  M.D. 

Co-Chairman  ,          '  Co-Chairman, 

Infection  Control  Committee       Infection  Control  Committee 


1/19/83 
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Summary  of  Meeting  of  ad  hoc  UCSF  Task  Force 

Regarding  Infection  Controls  for  Patients  with  AIDS 

February  ?8,  1983 


Present:  Drs.  Hopewell,  Jensen,  Toy,  h'adley,  Grossman,  Wofsy,  Conte, 

Follansbee,  Volberdmg,  Silverman,  and  Golden;  Jackie  Octavio, 
Linda  Rosendorf,  and  Grace  Lusby,  Infection  Control  nurses 
from  Moffitt  and  SFGH;  Jerry  Rankin,  Assistant  Administrator, 
SFGH;  Michela  Reichman,  News  and  Public  Information  Services; 
and  Ann  Heflm,  Department  of  Medicine,  SFGH. 


The  meeting,  held  at  San  Francisco  General  Hospital  on  February  28,  1983, 
was  chaired  by  Dr.  Merle  Sande.  Dr.  Sande  stated  that  the  group  had 
been  formed  as  requested  by  Dr.  Barrie  Fairley,  Dr.  Holly  Smith,  and 
Dr.  Julius  Krevans  to  develop  a  concensus  of  approach  to  handling  infection 
control  issues  for  AIDS  patients  seen  at  Moffitt,  SFGH,  and  VAMC  by  UC 
housestaff,  faculty,  and  students.  The  general  objectives  were  twofold: 
first,  to  create  an  environment  in  which  the  patients  could  receive 
maximum  medical  care  with  minimal  risk  of  exposure  to  opportunistic 
infectious  agents;  secondly,  to  optimize  infection  control  measures  that 
protect  hospital  staff  from  the  possible  infectious  agents  of  AIDS.   It 
is  recognized  that  to  date  there  is  no  documentation  of  transmission  of 
AIDS  to  hospital  workers  or  hospitalized  patients  not  identified  in  one 
of  the  high  risk  categories,  but  it  is  generally  agreed  that  such 
infections  could  occur  since  a  small  percentage  of  cases  today  (5%  in 
New  York)  occur  in  people  without  known  risk  factors.   It  thus  seems 
prudent  and  rational  to  error  on  the  safe  side  and  stringently  enforce 
infection  control  measures. 

A  number  of  areas  of  agreement  and  a  number  of  areas  of  potential 
disagreement  were  identified.  Everybody  agreed  that  it  was  rational  to 
compulsively  follow  and  enforce  the  CDC  hepatitis  B  standardized 
precautions  for  AIDS  patients.  This  is  currently  being  followed  at  all 
three  hospitals  with  varied  degrees  of  compliance.   It  was  also  agreed 
that  blood  products  and  secretions  should  be  handled  in  a  similar  manner 
and  they  should  be  specially  marked  to  identify  them  for  laboratory 
workers . 

The  spec:f'c  goal  of  the  first  meeting  was  to  discuss  and  react  to  plans 
at  SFGH  to  establish  a  specialized  AIDS  ward.  The  following  proposal 
was  presented  in  detail  by  Dr.  Hadley  (Chairman,  SFGH  Infection  Control 
Con'Trttee) . 


Infection  Precautions  for  AIDS  Patients 


The  Committee  sees  many  reasons  for  establishing  a  central  unit  to 
provide  care  for  AIDS  patients.   They  include: 

1.  Ease  of  education  of  a  dedicated  staff. 

2.  Provision   of   better   care   for   patients   by   a   handpicked, 
concerned  staff. 

3.  Improved  psychological  support  services'  for  patients,  patient's 
families,   and  staff  could  be  provided  in  a  dedicated  unit.  ^* 
Support  groups  from  the  community  could  work  with  patients  in  a  o 
dedicated  unit  more  readily.  [U  "V*  Y  pUjtHmfri^  Ji  vLf,^  fv  <fW"*^ 

4.  Uniform  isolation  practices  can  be  taught,  and  enforced  more 
easily  on  a  dedicated  unit. 

5.  The  serious  nature  of  AIDS  and  the  high  fatality  rate  has 
produced  grave  concern  among  workers  at  SFGH.   Clearly  the  near 
hysteria  can  best  be  handled  by  an  educational  program  -set  up 
by  a  Clinical  Nurse  Specialist  or  Nurse  'Instructor  working  out 
of   this   unit   in  association  with   the  attending   physician. 
Ready  access  to  someone  who  can  answer  questions  and  organize 
educational  programs  will  help  alleviate  the  concern. 

6.  Provision   of   a   minor   procedure   room   for   bronchoscopy   & 
endoscopy  of  AIDS  -patients.    Special  precautions  required  for 
protection  of  operators  can  be  carried  out  more  effectively. 
Decontamination  of  instruments  and  environment  necessary  for 
AIDS  can  be  be  t  ter  contr  ol  led  . 

The  Infection  Control  Committee  (ICC)  believes  that  AIDS  patient 
infection  precautions  which  are  presently  practiced  in  various  units 
of  the  Hospital  in  private  rooms  are  safe.  They  equal  or  exceed  those 
advised  by  CDC.  CDC  has  advised  a  set  of  precautions  based  on 
hepatitis  precautions,  because  the  epidemiology  of  AIDS  follows  a 
similar  pattern  of  transmission  through  close  personal  contact  or 
through  con  mo  n  use  of  needles  or  blood  products.  To  date  no  hospital 
worker  any  place  has  deveoped  AIDS  unless  they  are  in  one  of  the 
established  high  risk  groups.  There  is  no  evidence  of  hospital 
transmission  of  AIDS  to  patients.  The  reasons  for  setting  up  an  AIDS 
patient  unit  are,  however,  significant.  We  believe  such  a  unit  should 
be  formed. 

The  ICC  does  not  believe  that  isolation  rooms  as  defined  in  California 
State  Title  22  are  necessary  for  regular  inpatient  or  ICU  AIDS  patient 
precautions.  Title  22  requires  a  vestibule  to  the  individual  patient 
room,  zero  or  negative  air  pressure  in  the  room,  a  hopper  in  the  room, 
sink  in  the  room  and  the  vestibule.  (Please  see  addendum  which 
describes  Isolation  Rooms  at  SFGH)  Private  room  precautions  of  the 
sort  already  described  by  the  ICC,  and  outlined  in  the  addendum 
"Infection  Precautions  for  Patients  on  SB",  are  appropriate  for  AIDS 
patients,  if  they  are  enforced.  We  would  see  an  AIDS  Patient  Unit  as 
one  made  up  of  a  number  of  private  rooms  each  with  a  sink  and  toilet 
or  hopper.  Gown,  mask,  and  glove  for  secretion  and  blood  precautions 
would  be  practiced  as  necessary  when  entering  each  patient's  room  in 
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the  same  way  they  are  practiced  in  private  rooms  at  present.  We  do 
not  believe  that  gowning  and  masking  upon  entering  the  unit  is  useful. 
It  may  be  harmful,  in  that  appropriate  precautions  needed  for  each 
particular  patient  may  not  be  practiced  if  people  entering  the  unit 
put  on  gowns  or  masks.  A  temporary  partial  barrier  across  the  entry 
way  to  the  5B  Unit  will  serve  to  remind  individuals  that  special 
precautions  are  necessary  on  this  unit.  Knee  action  sinks  for  hand 
washing  should  be  provided  at  the  entrance  to  the  unit  and  in  two 
additional  locations  in  the  main  hallway.  If  there  is  insufficient 
space  on  this  proposed  unit  to  house  patients  needing  AIDS  infection 
precautions  or  if  there  are  overriding  medical  reasons  to  house  an 
AIDS  patient  on  another  unit,  patients  may  be  housed  in  other  units  in 
private  rooms  using  AIDS  infection  precautions.  Such  decisions  should 
be  made  jointly  by  the  admitting  service  attending  physician  and  the 
attending  physician  for  the  AIDS  unit.  There  should  not  be  and  need 
not  be  different  precaution  standards  in  the  5B  Unit,  as  compared  to 
private  room  precautions  defined  for  other  units  housing  AIDS 
pat  ien ts. 

There  must  be  provision  of  a  negative  pressure  procedure  room  in  the 
central  core  of  5B  for  bronchoscopy  and  other  endoscopy. 
Decontamination  facilities  for  bronchoscopes  and  other  endocopes 
should  be  nearby.  Well  trained  phlebotomi sts  who  have  sufficient 
time  to  work  carefully  must  be  provided  for  patients  on  infection 
precautions.  Needle  puncture  and  gross  exposure  to  blood  and 
secretions  is  the  most  likely  means  of  transmission  to  medical 
workers,  if  an  infectious  agent  is  involved. 

A  uniform  policy  of  infection  precautions  for  AIDS  patients  should  be 
practiced  in  this  Hospital.  If  one  unit  practices  more  stringout 
precautions  than  another,  this  may  lead  to  concern  among  Hospital 
personnel  for  their  safety.  This  also  makes  teaching  of  infection 
precautions  very  difficult.  The  ICC  requests  that  each  unit  which 
wants  to  change  its  infection  control  policy  send  this  proposed  change 
to  the  ICC  for  review  and  coordination  with  other  Hospital  Units. 

Summa r y  o  f  Recommendations  Which  Need  Budgeta  r y  Suppor  t 

1.  Appropriate  staffing  of  5B  Unit  and  proposed  ICU  beds  at  the 
back  of  SB  or  in  5R.    This  includes  physician  and  nursing 
staff.   Staff  will  be  better  able  to  practice  correct  infection 
precautions   when   they  are   not   rushed.      A  Clinical  Nurse 
Specialist  or  Nurse  Instructor  should  be  hired  to  be  an  AIDS 
information   resource   and   to   organize   and   carry   out   an 
educational   program  about  AIDS   for  all  SFGH  workers.    This 
should  alleviate  the  grave  personal  concern  many  workers  feel. 

2.  Provide  a  temporary  barrier  across  the  entrance  way  to  5B  to 
serve  to  warn  individuals  that  they  are  entering  an  area  where 
special  precautions  are  necessary.    Install  knee  action  sinks 
at  entrance  to  5B  and  2  other  locations  in  the  hallway. 

3.  Renovation  of  rooms  at  the  back  of  5B  and  5R  or  at  the  front  of 
5R  as  necessary  for  AIDS  ICU  care  to  provide  sinks  with  knee 
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action,  hoppers  and  doorways  with  windows.  These  rooms  would 
not  be  classified  as  isolation  rooms  according  to  Title  22. 
They  would  be  private  ICU  rooms  appropriate  for  the  precautions 

recommended . 

4.  Renovate  a  treatment  room  or  other  appropriate  room  in  the 
central  core  of  5B  to  be  used  for  minor  procedures  on  AIDS 
patients.   This  room  would  be  used  for  bronchoscopy ,  and  other 
endoscopy.    Negative  air  pressure  is  necessary.    An  adjacent 
room  where  instrument  washing  and  decontamination  can  be  done 
is   necessary.       This   recommendation   has   extremely   high 
priority.   Personnel  doing  bronchoscopy  or  other  endoscopy  are 
being  exposed  to  large  doses  of  infectious  agents  from  AIDS 
patients.    Although  these   infectious  agents  usually  do  not 
infect  healthy  individuals  and  produce  serious  disease,   the 
dose  received  might  overcome  usual  body  defenses. 

5.  Provide   2   extra   bronchocopes   so   that   decontamination   by 
Ethylene  Oxide  or  Gl utaraldehyde  (eg  Cidex)  can  be  done.   The 
turn  around  time  on  ethylene  oxide  sterilization  is  24  hours 
and  12  hours  for  g lu ta ra Idehyde  (Cidex).   The  ICC  opinion  and 
information  from  CDC  is  that  these  should  be  used  for  endoscope 
decontamination  rather  than  an  lodophor  (Betadine).    A  Cidex 
machine  for  more  efficient  decontamination  should  be  obtained. 

6.  Better   identification   and   handling   of   AIDS   specimens   is 
necessary   for   protection   of   ward   personnel,   messengers   and 
laboratory  personnel.   Ke  recommend  provision  through  the  store 
room   of   pressure   sensitive   labels      "Hepatitis   or   AIDS 
Precautions"  and  "ziplock"  bags  to  contain  the  specimens. 

7.  Extra  phi ebo tomi sts  to  draw  blood  on  patients  in  private  room 
or  AIDS  precautions.   The  phlebotomy  team  would  need  at  least 
an  additional  2  (25%)  part-time  phlebotomi  s  ts  weekday's  and  at 
least  2  (10%)  part-time  phlebotomi sts  weekends  and  holidays  to 
complete  ward  draws  including  5B  by  8  AM,  or  in  2  hours. 

Cost  of  additional  phlebotomy  personnel   to  support  proposed 
AIDS  Isolation  Ward  (5B)  would  be: 

$8,000/year  for  2  phlebotomi sts  10%  (weekend) 

2  phlebotomists  25%  (weekday) 

8.  Respirators   used   for   AIDS   patients   should   have   disposable 
tubing  or  sterilization  of  segments  which  may  be  contaminated 
using  ethylene  oxide  or  gl u ta r a Idehyde .   If  Respiratory  Therapy 
chooses  to  use  disposable  tubing  it  may  need  to  be  budgeted. 
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INFECTION  PRECAUTIONS  FOR  PATIENTS  ON  5B 


Purpose :   To  protect  patients  who  are  immuno  compromised  and  to 

protect  health  care  personnel  who  have  close  contact  with 
body  fluids. 

Criteria  for  Admi  ssi  on  to  513: 

Patients  with  the  following  diagnoses  should  be  admitted  to  5B 
when  space  is  available  and  no  other  reasons  preclude  housing  the 
patient  on  this  unit. 


a) 
b) 
c) 
d) 
e) 

f) 

g) 

h) 


Acquired  immunodeficiency  syndrome  or  AIDS 
Kaposi's  sarcoma 


Purpura  (ITP)  in  gay  male 

pulmonary  infiltrate  being  worked 

wi  th 

for  AIDS  related 


Immune  Th r ombocy topen i c 

Lymph  node  syndrome   -^- 

Gay  male  with  fever  and /or 

up  for  AIDS 

Pneumocyst  i  s 

Opportunistic  infections  in  patients  with  no  previously 

existing  cause  for  immunosuppression 

Patients  followed  in  AIDS  clinic  admitted 

problems 


Other  patients  may  be  admitted  if  beds  are  needed  but  should 
not  be  patients  with  leukemia,  lymphoma,  Hodgkins,  non-AIDS  on 
cancer  chemotherapy,  Prednisone  >  20  mg  a  day  long  term,  aplastic 
anemia.   For  psychological  reasons,  these  beds  would  be  last 
choice  for  non-AIDS  patients. 

» 

Preca  u t  i  on :   Until  the  etiologic  agent  is  identified,  it  seems  prudent 
to  institute  certain  precautions  to  protect  individuals  working  with 
these  patients.   These  should  include  at  least  infection  precautions 
appropriate  for  CMV  and  Hepatitis  B  viruses. 

1.  Patients  should  be  admitted  to  private  rooms  to  protect  them  for 
contact  with  diseases  to  which  they  are  more  susceptible.  These 
rooms  should  have  a  ventilation  balance  of  zero. 


Careful  handwashing  after  patient  contact 
even  when  gloves  have  been  worn. 


is  of  utmost  importance, 


Gowns  should  be  worn  when  giving  direct  care  when  significant 
contamination  is  expected.   This  particularly  includes  ICU  beds 
and  procedures  such  as  br onchoscopy .   Water  barrier  gowns  should 
be  used. 

Goggles  should  be  worn  when  any  splatter  is  expected. 
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5.  Excretion  and  blood  precautions,  i.e.  wearing  of  gloves  for  direct 
contact  with  blood  including  blood  drawing  and  IV  starting,  urine, 
stool,  vomitus,  and  other  body  fluids  should  be  instituted. 
Contaminated  material  should  be  placed  in  red  or  orange  plastic 
bags  and  designated  as  "Infectious  Waste"  by  placing  in  biohazard 
cans.   Needles  should  not  be  broken  or  recapped  due  to  the  danger 
of  splatter  and  needle  sticks.   For  the  safety  of  all,  the 
unbroken  needles  and  sharps  should  be  placed  in  a  puncture  proof 
container  in  the  patient's  room.   When  full,  container  should  be 
sealed,  placed  in  Orange  or  Red  Biohazard  bags  and  given  to  Porter 
for  Infectious  waste  disposal. 

6.  Masks  should  be  worn  by  coughing  patients  when  leaving  room 
Patients  may  ambulate  in  Unit,  to  visit  other  patients,  and 
outside  unit  for  procedures  wearing  a  mask  when  required. 

Employees  and  visitors  should  wear  masks  in  the  presence  of 
patients  with  AIDS  who  are  coughing  or  intubated. 

The  ability  of  AIDS  patients  to  excrete  significant  amounts  of  CMV 
from  lungs  is  not  known. 

There  is  no  evidence  at  this  time  that  the  transmissible  agent  of 
AIDS  is  spread  by  the  respiratory  route.   However,  until  more  is 
known  it  seems  prudent  to  protect  everyone. 

7.  Pregnant  women  should  not  be  assigned  to  this  ward. 

8.  All  wastes  from  Unit  should  be  disposed  of  in  Orange  Biohazard 
bags  . 

9.  Dietary  trays  may  be  disposable  for  convenience. 

10.  All  AIDS  patient  specimens  sent  to  the  Clinical  Laboratory  or 
Anatomic  Pathology  must  bear  a  pressure  sensitive  label  "Hepat  i  t  i  s 
or  A_ID_S  Precautions"  on  the  requisition  and  the  specimen 
container.   Patient  name  and  B  number  must  also  be  put  on  the 
requisition  and  specimen  container.   The  specimen  container  will 
be  put  into  a  plastic  "ziplock"  bag  and  the  requisition  attached 
to  the  outside  of  the  bag  with  tape.   Labels  and  "ziplock"  bags 
can  be  requisitioned  from  the  store  room. 

[wp#104] 
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Dr.  Silverman  has  requested  that  hospitals  notify  morticians  of 
any  communicable  disease  that  a  body  may  have.  Some  bodies  are 
delivered  directly  to  the  mortician  from  the  ward  and  do  not  go  to 
Pathology.  Therefore,  it  is  necessary  for  the  nurse  to  have  the 
information  at  time  of  death  so  that  it  can  be  placed  on  back  of  tag 
attached  to  the  outside  of  the  shroud.  The  doctor  pronouncing  the 
patient  dead  should  be  sure  that  the  nurse  in  charge  has  that 
i  nf  orrna  t  i  on  . 
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Drs.  Conte  (from  Moffitt)  and  Jensen  (from  VAMC)  both  felt  that  it  was 
unnecessary  but  agreed  that  the  presence  of  a  ward  at  SFGH  with  the  sort 
of  general  precautions  that  were  recommended  would  not  in  any  way  be 
disruptive  to  the  single  isolation  rooms  used  at  the  other  two 
hospitals.  They  felt  that  if  the  ward  was  used  as  a  strict  infectious 
disease  'isolation  ward,  implications  would  be  drawn  that  could  effect 
the  other  two  hospitals.  Follansbee  also  argued  that  a  stringent 
physical  barrier  at  the  entrance  to  the  ward  would  have  the  implications 
of  a  strict  isolation  unit  and  impact  both  of  the  other  hospitals.   It 
would  also  potentially  produce  the  stigma  that  this  condition  was  highly 
contagious,  a  concept  that  is  currently  not  supported  by  available  data. 
Dr.  Silverman  also  expressed  concern  that  the  ward  could  be  viewed  as  an 
attempt  to  isolate  and  wall  off  these  patients  from  the  rest  of  the 
hospital,  an  implication  that  could  have  serious  repercussions  with 
regards  to  the  psychological  impact  on  the  patients  themselves,  as  well 
as  the  potential  to  restrict  other  important  hospital  services  from  use 
by  these  patients.   Dr.  Grossman  recommended  that  if  it  was  the  main 
function  of  the  ward  to  emphasize  and  enforce  hepatitis  B  control 
measures  and  to  provide  an  environment  where  nursing  and  other 
paramedical  personnel  would  be  particularly  attuned  to  these  patients, 
and  permit  other  patients  on  this  ward,  then  the  stigma  of  a  pure 
isolation  unit  would  be  minimized.  This  was  considered  as  a  very 
positive  recommendation  by  the  members  of  the  SFGH  staff  present  at  the 
meeting.  Dr.  Hopewell  and  Jerry  Rankin  (SFGH  Administration  staff) 
defended  the  physical  barrier,  but  only  for  practical  purposes  (in  order 
to  route  visitors  visiting  the  5R  ICU  in  another  direction  than  those 
visitors  who  are  visiting  the  5B  inpatient  unit).   It  was  agreed  that 
such  a  barrier  should  be  minimal.  Another  factor  to  be  considered  in 
designing  such  an  inpatient  ward  was  the  potential  for  spread  of 
opportunistic  organisms  between  patients  with  impaired  host  resistance. 
A  discussion  ensued,  and  it  was  generally  felt  that  because  of  the 
emphasis  that  will  be  placed  on  infection  control,  the  likelihood  of 
spreading  these  organisms  from  patient  to  patient  would  probably  be  less 
than  one  would  find  on  the  general  medical  wards.  This,  however, 
remains  an  unanswered  question. 

The  use  of  a  special  room  designated  for  procedures,  particularly 
bronchoscopy,  was  also  debated.   It  was  Dr.  Hopewell's  position  that 
such  a  room  was  particularly  important  in  the  SFGH  environment  because 
of  the  quantity  of  procedures  on  AIDS  patients  currently  being  done. 
All  in  attendance  agreed  that  if  only  an  occasional  patient  was 
examined,  that  utilizing  rooms  where  others  were  also  being  examined 
would  certainly  seem  appropriate.  However,  since  one  or  more 
bronchoscopies  are  being  conducted  per  day  on  the  AIDS  patients,  the 
sheer  volume  of  exposure  would  make  the  possibility  of  contagion  more 
likely.   It  was  agreed  that  such  a  room  is  justified,  therefore,  on  the 
basis  of  volume  rather  than  strictly  on  the  basis  of  the  contagiousness 
of  the  occasional  patients. 


An  issue  central  to  the  establishment  of  the  new  ward  was  the  difficulties 
with  recruiting  personnel  to  work  in  such  an  environment.  Nurses  in 
some  of  the  units  currently  caring  for  large  numbers  of  AIDS  patients 
have  expressed  concern  and  this  has  been  most  vocal  in  the  intensive 
care  unit  environment.   On  the  other"  hand,  the  Director  of  Nursing  at 
SFGH  has  stated  that  a  small  number  of  nurses  have  actually  volunteered 
for  duty  on  such  a  ward,  particularly  if  given  the  option  for  innovative 
in-service  educational  opportunities  and  if  resources  are  available  for 
psychiatric  and  emotional  support  for  these  patients.  This  will 
obviously  remain  an  open  and  difficult  question  and  will  undoubtedly  be 
handled  best  if  volunteer  staff  can  be  found.  Scattered  incidences  of 
physicians  expressing  reluctance  to  intubate  or  care  for  these  patients 
have  occurred,  but  fortunately,  to  date,  have  been  rare.  This  has, 
however,  been  of  greater  concern  in  other  hospitals  in  other  cities 
where  large  numbers  of  AIDS  patients  are  cared  for.   It  was  agreed, 
however,  that  a  policy  allowing  UC  personnel  (students,  housestaff,  or 
attending  physicians)  to  refuse  to  care  for  AIDS  patients  would  not  be 
supported  by  this  task  force  at  this  time.   It  was  agreed  to  discuss 
this  issue  again  at  a  later  date  and  hear  from  specific  service  chiefs 
where  these  problems  might  arise. 

Dr.  Sande  closed  the  meeting  by  reviewing  some  of  the  concerns  expressed 
by  the  group.  Dr.  Conte  had  stated  that  an  ad  hoc  committee  at  the 
Moffitt  Hospital  is  looking  at  these  issues  and  it  was  agreed  that 
reports  from  these  various  committees  should  be  circulated  among  members 
of  the  Task  Force  for  review.   It  was  also  agreed  that  another  meeting 
of  this  group  will  be  needed  in  the  near  future  to  consider  additional 
problems  and  to  keep  everyone  up  to  date  on  each  hospital's  plans  and 
hear  reactions  to  them.  He  asked  that  each  person  review  the  report  of 
the  SFGH  Infection  Control  Committee  and  he  or  other  members  of  this 
group  will  be  pleased  to  have  comments  on  the  report.  , 

Meeting  adjourned  at  6:30  pm. 


\ 


Prepared  by: 


Merle  A.  Sande,  M.D. 


cc:   Dr.  H.  Barrie  Fairley 
Dr.  Lloyd  H.  Smith 
Dr.  Rudi  Schmidt 


STATE    OF    CALIFORNIA  —  HEALTH    AND    WElFARE    AGENCY 


GEORGE   DfUKMEJIAN.   Governor 


DEPARTMENT  OF   HEALTH   SERVICES 

7U/7A4   P   STREET 
SACRAMENTO.   CA      958)4 

(415)  540-2566 


July  27,  1983 


Dear  Task  Force  Meeting  Attendees: 

CALIFORNIA  TASK  FORCE  ON  ACQUIRED  IMMUNE  DEFICIENCY  SYNDROME  (AIDS) 

Enclosed  is  the  agenda  for  the  first  meeting  of  the  California  Task" 

Force  on  AIDS  to  be  held  Wednesday,  August  3,  1933,  9:30  a.m.  to  4:03  p.m., 

in  Sacramento  at  714  "P"  Street,  Room  217. 

There  is  also  enclosed  a  working  document  describing  the  important  public 
health  issues  to  be  discussed  at  the  meeting.  The  statements  reflect 
opinions  and  approaches  which  seem  reasonable,  and  it  is  hoped  that  a 
consensus  can  be  reached  on  most  of  them.  However,  they  are  presented  as 
a  basis  for  discussion  and  the  function  of  the  Task  Force  is  to  review 
and  make  necessary  changes  and  additions  in  keeping  with  the  most  recent 
information  on  AIDS.   It  may  be  that  consensus  on  some  issues  will  net 
be  achieved  at  this  meeting,  and  future  convenings  can  be  planned.   Please 
bring  the  document  arid  your  suggestions  to  the  meeting. 

Thank  you  for  your  participation.  We  look  forward  to  laying  the  ground 
work  for  a  statewide  coordinated  and  reasonable  approach  to  the  problems 
presented  by  AIDS,  and  appreciate  your  cooperation  in  helping  us  to  achieve 
this  goal. 

Sincerely, 


James  Chin,  M.D.,  Chief 
Infectious  Disease  Section 
2151  Berkeley  Way,  Room  70S 
Berkeley,  CA  94704 
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Thursday  September  15,  1983 


PROGRAM 

INTRODUCTION  ...............................................  LAURIE  HAUER 

MEDICAL  OVERVIEW  .....................................  CONSTANCE  B.  WOFSY 

TRANSMISSIBILITY  ............................................  GRACE  LUSBY 

DONOR  INSEMINATION  ..........................................  DIANE  JONES 

PSYCHOSOCIAL  NEEDS  OF  PEOPLE  WITH  A.I.D.S  .............  HELEN  SCHIETINGER 

PRESENTATION  BY  PEOPLE  WITH  A.I.D.S  .........  BOBBY  REYNOLDS,  DALE  HANSEN 

ROLES  OF  WOMEN  IN  A  .  I.  D  .  S  .  WORK  ..............................  PAT  NORMAN 

QUESTIONS  AND  DISCUSSION  ......................  MODERATED  BY  LAURIE  HAUER 

CLOS  ING  ..................................................  BOBBY  REYNOLDS 

Signed  by  Lyn  Paleo  and  Ruby  Gold 


There  will  be  two  five-minute  stretch  breaks  during  the  program 
wish  to  leave  the  auditorium,  please  do  so  quietly. 
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R.N. 


If  you 


ABOUT  THE  SPEAKERS 
works  at  S.F.  General  Hospital  and  is  helping  to 


R 


Grace  Lusby, 
Diane  Jones  ,  R .N . 

SFGH,  and  is 
Helen  Schie  tingc-r 
Bobby  Reynolds  is 

the  Shanti  Project. 
Dale  Hansen  is  a  Person  With  AIDS 


of  the  AIDS  Clinic  at  SFGH. 
Control  Coordinator  at  SFGH. 


Laurie  Hauer, 

start  the  Women's  AIDS  Network. 
Constance  B.  Wofsv,  M.D.,  is  the  Co-Director 

,M.S.,  is  the  Infection 

is  a  staff  nurse  in  the  AIDS  Special  Care  Unit  at 
a  community  organizer  and  a  lesbian  mother. 

M.A.,R.N.,  is  Director  of  the  Shanti  Housing  Project. 
a  Person  With  AIDS  and  is  on  the  Board  of  Directors  of 


Pat  Norman  ,  M  .  A 


for  the  City 


is  the  Coordinator  of  Lesbian  and  Gay 
and  County  of  San  Francisco. 


Health  Services 


UPCOMING  EVENTS  RELATING  TO  A.I.D.S.  AND  WOMEN 

September  10-24,  1983:  Irwin  Memorial  Bloodbank  Women's  Blood  Drive. 

Contact  Debbie  Kleinman:  (415)567-6400  x490. 
September  22,  1983,  7:30  p.m.;  "The  AIDS  Crisis:  a  Discussion  for  Lesbians 

and  their  Women  Friends   at  Old  Wives  Tales,  1009  Valencia  St.  S.F. 

Open  to  all  women.   Free. 
October  8,  1983 


Washington 

more 


D.C. 


_  National  AIDS  Vigil  Candlelight  March 

and  March  or  Rally,  S.F.   Join  the  Women  s  Contingent.   For 
info:  AIDS/KS  Fdn  :  (415)864-4376,  or  Chris:  (415)821-9488. 

Ongoing,  Wednesdays  7-9  p.m.:  Shanti  Project  group  session  for  families, 
friends,  lovers  of  people  with  AIDS.   For 
(415)558-9644,  or  Tree:  (415)626-8733. 


session 
info:  Shanti 


Project : 


COMMUNITY  RESOURCES/HOW  TO  BECOME  INVOLVED 


AIDS/KS  FOUNDATION: (415)864-4376. . .Work  on  AIDS  hotline .. .Work  in  the 
.Participate  in  medical  call-back. .. Plan/participate  in 
events,  special  projects,  special  events. 

.Become  a  counselor  of  someone  with  AIDS, 
volunteer , 


office 
educational 

SHANTI  PROJECT:(415)558-9644. 

community 


WOMEN ' S 


•Become  a 
AIDS  NETWORK, 


service 


.Buy  a  sweepstakes  ticket. 


BAY'  AREA;c/o  Laurie  (415)821-8695 .. .a  new 
exciting  organization .. .sharing  information,  support,  etc. 


and 
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WOMEN'S  A.I.D.S.  NETWORK  FOUNDING  STATEMENT 

On  Thursday  June  9,  1983,  twenty-five  women  met  to  discuss  our  involve 
ment  in  AIDS  work.   The  meeting  was  an  impromptu  and  much-needed  part  of 
the  Second  National  AIDS  Forum,  and  was  for  most  of  us  the  first  time  we 
had  gotten  together  as  women  to  discuss  AIDS  and  our  relationship  to  it. 
We  met  in  support  of  and  solidarity  with  the  men  doing  this  work.   As 
women,  lesbian  and  heterosexual,  we  have  much  to  share,  much  to  offer, 
much  to  teach,  much  to  learn.   Women,  as  community  and  health  activists, 
have  coordinated  successful  strategies  to  establish  grassroots  educational 
and  service  organizations.   We  have  a  history  of  working  within  and  chal 
lenging  the  health  care  system.   We  encourage  men  to  learn  from  our  ex 
perience,  and  call  on  them  to  deal  with  their  sexism  as  we  work  together. 

Issues  discussed  at  our  meeting  were  personal:  our  friends,  sisters,  and 
brothers  are  dying.   Our  issues  are  also  related  to  our  jobs  as  health 
care  providers  and  health  activists.   Our  issues  are  social:  many  of  us 
feel  isolated  within  our  lesbian  communities  because  we  do  work  to  fight 
AIDS;  because  we  see  it  as  a  priority  for  women.   And  our  issues  are 
political:  as  women  working  within  predominantly  male  groups  dealing 
with  AIDS,  we  once  again  face  invalidation,  invisibility,  and  sexism.  We 
came  together  to  discuss  strategies,  both  national  and  local.   As  a 
network  of  women  involved  with  AIDS,  we  see  a  need  for  national  communi 
cation  and  coordination  for  education,  for  support,  for  action.   We 
formed  the  Women's  AIDS  Network.   Our  specific  goals  and  objectives  are 
divided  into  three  broad  categories: 

EDUCATION 

1.  To  gay  men  and  to  all  people  about  the  action  women  are  taking  in  our 
communities  on  the  issue  of  AIDS. 

2.  To  our  women's  and  lesbian  communi ties , to  counter  anti-AIDS  sentiment 
and  negative  attitudes  about  gay  male  lifestyles. 

3.  To  ourselves  and  our  communities  about  AIDS. 

4.  To  health  workers  about  lesbian  and  gay  lifestyles. 

5.  To  gay  men  about  feminism  and  about  lesbians  and  women  in  general. 

6.  To  the  general  public  about  AIDS  and  lesbian  and  gay  issues,  particu 
larly  homophobia. 

SUPPORT 

1.  Of  ourselves  as  people  who  are  caring  for  and  losing  friends,  sisters, 
and  brothers. 

2.  Of  ourselves  as  health  activists,  health  workers,  and  health  care 
providers . 

3.  Of  ourselves  as  women  working  in  largely  male  groups. 

4.  Of  all  people  who  have  AIDS,  are  at  risk,  or  are  working  to  combat 
AIDS. 

ACTION 

1.  To  involve  the  lesbian  and  feminist  communities  in  the  AIDS  issue, 
and  to  encourage  and  promote  active  participation  in  local  organiza 
tions  . 

2.  To  become  a  national  network  of  women  doing  AIDS  work. 

3.  To  involve  women  in  the  Federation  of  AIDS  Related  Organizations 
(FARO)  on  an  equal  basis  with  men,  in  terms  of  participation  and 
decision- ma king. 


CALIFORNIA  TASK  FORCE  ON'  AIDS 

PUBLIC  HEALTH  ISSUES 

August  3,  1983  -  9:30  a.m.  tc  4:00  p.m. 
05-S  Executive  Dining  Room 


Purpose:  Provide  advice  and  make  recommendations  to  the  Director  of  Health 
•Services  on  the  risks  of  AIDS  to  the  public  and  the  possible 
precautions  which  may  be  taken  to  avoid  the  disease.  Specific 
activities  of  the  Task  Force  are: 

1.  Reach  consensus  or.  the  risks  of  the  general  population  of 
acquiring  AIDS. 

2.  Reach  consensus  en  the  appropriate  precautions  to  prevent 
AIDS  transmission. 

3.  Provide  an  AIDS  information  resource  from  which  reliable  and 

credible  decisions  on  AIDS  control  can  be  made  and  disseminated. 

4.  As  requested  by  the  Director,  discuss  and  make  recommendations 
on  other  matters  related  tc  AIDS  (i.e.,  new  developments, 

rt --:e  : olicies,  etc. 

Cnairr^n:  Marcus  Conant.  M.D. 

I.   Welcome  and  Introduction  Peter  Rank 

Director  of  Health  Services 

II.   Review  of  Current  Status  on  AIDS  Resource  Persons 

A.  National  and  International  Picture  James  Curran,  M.D. 

B.  California  Picture  James  Chin,  M.D. 

III.  Epidemiology  -  Transmission  Selma  Dritz,  M.D. 
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IV.   Risk  Groups  and  Precautions  - 

Reconmenaations  for  Discussion 

A.   AIDS  Patients,  Both  Weil  and  111 


B.  Healtn  Care  Providers 

C.  Laboratory  Workers 

D.  Recipients  of  Blood  and  Blood  Products 

E.  General  Public 

V.      Anxiety  -  How  to  Deal  With  It 
A.     Fa.Tiilv 


Community 


VI.   Hov;  to  evaluate  and  disseminate  new  scientific 
information  as  it  pertains  to  risk  and 
precautions 


VI!   What  should  be  the  role  of  the  State? 


Resource  Persons 


Michael  Gottlieb,  K.D, 
Marcus  Conant,  M.D. 

John  Conte,  K.D. 
Sheldon  King 

Melvin  Ankenan 
Ronald  Talbot,  M.D. 

Edgar  Engelmann,  K.D. 
Silvija  Hoag,  M.D. 
Paul  Thompson ,  -  M . D . 

r~j»->"i  x~i  t  >~  '-'  i 

Ud.  _L    Olli—  O.  A  ,    t  i  .  LJ  . 

Kartin  Finn,   M.D. 
James   Chi  n ,   M . D . 


i-rank  Robinson 


r.ent  SaCK,    i-:.D, 


Michael  Gottlieb,   M. 


D.   0.   Lyraan,   M.D. 


VIII.  Closing  remarks  and  summary 


Conant,  M.D. 
Chairman 


DIANE  MILLER 

155  JACKSON  STREET,  SAN  FRANCISCO,  CA  94111 


PROFILE 


Experienced  long  range  planning  in  public  sector  health  care  environment 

Extensive  Knowledge  and  background  in  public  health,  community  based 
services,  and  academic  training  centers 

Successful  experience  in  managing  creative  and  technical  teams  in 
analysis,  planning  processes  and  communication 

Dedicated  professional  and  committed  advocate  for  compassionate 
patient  care  services. 


PROFESSIONAL 
EXPERIENCE          Planning 


Successfully  completed  a  strategic  planning  process,  which  guided 
SFGH,  a  public  teaching  hospital  to  the  development  of  an  integrated 
delivery  system. 

Successfully  led  process  for  operationalizing  integrated  system  -  the 
Community  Health  Network 

Communication 

Trained  and  experienced  facilitator  and  public  speaker 

Author  and  creator  of  annual  reports,  briefing  materials  for  both  policy 
development  as  well  as  promotional  materials,  newsletters  and  other 
communication  vehicles  for  professional  level  staff 

Administration 

Operational  and  budget  responsibility  for  ambulatory  care  programs 

Team  leader  for  inter-agency  planning  and  policy  projects;  director  of 
planning  &  marketing  staff  for  the  Community  Health  Network 


WORK 
HISTORY 


1981-  present 


1974-1978 


1967-  1970 


Department  of  Public  Health 
San  Francisco  General  Hospital 
Community  Health  Network  of  San  Francisco 
San  Francisco,  CA 

Haight  Ashbury  Free  Medical  Clinics 
San  Francisco,  CA 

Our  Lady  of  Guadalupe  School  and  Community 

Center 

Chicago,  Illinois 


EDUCATION 


M.P.H.-1980 


B.A. -1976 


Health  Services  Administration 
University  of  California,  Los  Angeles 

Sociology 

California  State  University,  San  Jose 


INTERESTS  & 
AFFILIATIONS 


Professional 

Member  of  the  Society  for  Healthcare  Strategy  and  Market  Development 
Member  of  the  American  Public  Health  Association 

Lecturing,  Writing  and  Presentations  on  health  care  environment  and 
public  sector  responses  to  various  community  and  professional  groups; 


Persona/ 

Member  of  the  San  Francisco  Zen  Center 

Interest  and  involvement  in  comparative  religions,  history  of  health  care 

including  work  on  the  SFGH  archives,  photography,  hiking,  and  travel 


AIDS  Related  Professional  Contributions 


SPEECHES.  LECTURES  AND  PAPERS 

"Medical  Care  for  Intravenous  Drug  Users  with  AIDS  and  .ARC:  Delivering 
Services  at  a  Methadone  Treatment  Program."  at  VI  International  Conference 
on  AIDS.  San  Francisco,  California.  June  20-24,  1990. 

"HTV  Exposure  in  the  Health  Care  Setting",  American  Public  Health 
Association,  Chicago,  Illinois,  October,  1990. 

"Assessing  the  Cost  of  AIDS  to  Both  Patients  and  the  Health  Care 
Institution,"  "Patient  Preference  and  Satisfaction  with  AIDS  Services."  and 
"Implementing  Behavior  Change  in  Infection  Control  Practices"  at  V 
International  Conference  on  AIDS.  Montreal,  Canada,  June  4-9,  1989. 

"Administrative  Response  to  Issues  of  Health  Worker  Safety  and  HIV 
Exposure,"  Occupational  Medicine:  State  of  the  Art  Reviews  -,  Vol.4.  No-J 
(Supplement),  July-September  1989.  Philadelphia,  Hanley  &  Belfus,  Inc. 

"Health  Care  Workers,"  and  "Planning  for  AIDS  Services."  at  The  Second 
National  AIDS  Conference.  San  Francisco,  California,  September  28  October 
1,  1988. 

"Institutional  Responses  to  AIDS,"  at  "AIDS:  The  New  Dilemma  of  Public 
Administrators'by  the  American  Society  for  Public  Administration.  Honolulu, 
Hawaii,  May  20,  1988. 

"Planning for  AIDS  Care  in  a  Hospital  Setting,"  at  A  National  Conference  on 
the  Management  of  the  AIDS  Patient  in  Hospitals  and  Outpatient  Settings: 
an  Action  Plan  for  the  Future  by  the  Healthcare  Forum.  San  Francisco, 
California,  April,  1988. 

"Examining  Options  for  Care  Outside  the  Acute  Hospital."  "Responsible 
Strategies  for  Health  Care  Executives:  Keys  to  Effective  AIDS  Care 
Management",  Washington,  D.C.  February  2,  1988. 

"Hospital  Financing  for  AIDS/ARC  Care  -  Local  Hospital  Funding  Issues," 
San  Francisco  Department  of  Health  National  AIDS  Conference.  San 
Francisco,  California,  November,  1987. 

"Utilization  Review  of  Outpatient  Services,  American  Public  Health 
Association  Conference.  Las  Vegas,  Nevada,  October,  1986. 
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Abrams,  Donald,   8,  9,  24,  25,  30, 
31,  41,  42,  47,  48,  51,  52,  59, 
177,  192,  197 
Agnos,  Art,   60 
AIDS  care,  involvement  of 

hospitals  other  than  SFGH,   28, 
205,  206 
AIDS  Clinic  (Ward  86) 

AIDS  nurse  screening  clinic, 

10,  11,  181 
creation  of  the  AIDS  memorial 

garden,   33 

early  patient  care,   13 
famous  visitors,   59-60 
feeling  overwhelmed,  187 
funding  issues,   34-35,  178, 

179 

history  of  the  clinic  site,   29 
location  in  a  stigmatized 

building,   177,  178 
opening  day,   31 
outpatient  status  of  the 

clinic,  32 
physical  organization  of,   29, 

30,  42-43 

record  keeping,   39,  40,  41 
setting  up  the  clinic,   29,  30, 

31 
staffing  and  space  problems, 

36,  36,  37,  43,  44,  45,  46, 

47,  49,  54,  55,  56,  59 
as  a  stigmatized  program,   28, 

43,  46,  50 
as  a  University  Sponsored 

program,   200,  201,  202,  203 
use  as  a  symbol  of  AIDS  care, 

56 
working  relationship  with  Ward 

5B,   37,  63,  64-65 
AIDS,  community  physicians,   15, 
22,  50-51 


AIDS  conferences,  worldwide,   70 
International  AIDS  Conference, 
Atlanta,  Georgia,   25 
AIDS,  definition  of 

according  to  the  CDC,   17,  18 
according  to  SFGH's  infection 

control  committee,   120-122 
exclusion  of  TB  from  CDC 

guidelines,   120-121 
more  CDC  guidelines,   109,  111 
AIDS  drugs 

alpha-interferon,   53,  54 
alpha-interferon  trials,   6,  7, 

22 

AZT,   50 
AIDS  fear  of  infection  among 

health  care  workers,   15,  16, 
17,  35,  92,  103,  104,  105,  125, 
126,  127,  136,  137,  189,  190 
casual  transmission  scare, 

130,  131 
fear  of  workers  with  AIDS, 

137,  138 
AIDS  Health  Project  (Jim  Dilley) , 

32,  53,  195 
AIDS  nursing 

camaraderie  among  early  AIDS 

staff  at  SFGH,   20,  41,  42, 

43,  67,  159,  160 
homophobia  and  fear  of  AIDS 

patients,   35-36,  47,  103 
in-house  AIDS  training,   26, 

54,  176,  177,  179 
international,   70 
nurse  practitoners  in  AIDS, 

24,  25,  26 
personal  involvement,   20,  21, 

36,  43,  44 
and  pressure  to  participate  in 

Gay  Pride  Parade,  65-67 
quality  of  care  at  SFGH,   68-69 
tension  with  infection  control 

personnel,  144 
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AIDS,   passim 

consequences  of  living  longer 

with  the  disease,   49-50 
contrasted  with  TB,   99,  104 
debates  over  resuscitation, 

92,  93 
demographics  in  San  Francisco, 

27 
first  observation  of  in  San 

Francisco,   5,  82-8A 
as  a  "gay  disease,"   15,  85 
histories  of  AIDS  patients,   8, 

9,  10,  209 
IV  drug  users  and,   26,  33,  84, 

122 
methods  of  transmission,   12, 

94,  125 
misperceived  as  a 

multidisciplinary  activity, 

195,  196,  197 
as  a  money  maker  for  SFGH, 

192,  194,  195 
New  York  City,   26,  27,  111, 

112 
positive  effect  on  SFGH,   209, 

210 
as  a  preferred  department  at 

SFGH,   35,  36,  186 
as  a  primary  care  specialty, 

197,  198 
prostitute  study,   155,  156, 

157 
relationship  between 

administration  and  AIDS 

clinics,   198,  199,  200, 

201,  202,  203 
similar  to  hepatitis  B,   95, 

96,  107-109,  122-123,  138 
at  UCSF,   7,  56,  57 
and  women,   26,  84,  85n,  94, 

116,  125n,  154,  155,  156, 

157,  158 
AIDS  Project  of  the  East  Bay, 

discrimination  against,   153 
AIDS  Resource  Group,  for  infection 
control,   144,  146 


AIDS  Task  Force  (for  infection 

control),  UCSF,   88,  91,  92,  96 

differences  with  CDC  infection 
control  guidelines,   13-18 

infection  control  nurse 

representation  and,   117 

guidelines  for  infection 

control,   135 
AIDS  unit.   See  Ward  5B 
AIDS-dedicated  hospital, 

discussion  of  creation,   190, 

191,  192 

American  Medical  Association,   130 
Ammann,  Art,   94 

amyl  nitrates  (poppers),   49,  95 
And  the  Band  Played  On,  Randy 

Shilts,   29n,  130n,  185 
APEX  (AIDS  Provider  Education  and 

Experience) ,   5 1 
Association  for  Practitioners  of 

Infection  Control,   144,  147 
AWARE  (Association  for  Women's 

AIDS  Research  and  Education) , 

84,  85n,  157 


Back,  Art,   116 

bathhouse  issues,   117,  204 

Baxter,  Ray,   204,  205 

Bitterman,  Michael,   61 

Block,  A.J. ,   155 

Boas,  Roger,   172,  173,  185 

Body  Substance  Precautions  as 
forerunner  to  universal 
precautions,   123,  124,  207 
as  discussed  before  the  AIDS 

crisis,   124 
at  SFGH,   124,  189 
resistance  to  following  BSP, 
123,  124,  131,  132 

Brown,  Jerry,   60 

Brown,  Willie,   179 


California  Association  for 
Practitioners  of  Infection 
Control,   88 

California  State  Health  Department 
AIDS  Task  Force,   88 
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California  State  Hospital 

licensing,   100 
California  State  Task  Force  on 

AIDS,   147,  148 
Carr,  Gary,   24,  182 
CDC,   82,  83,  86,  105,  106,  107, 
109,  111 
alerted  to  AIDS  by  San 

Francisco  response,  112 
definition  of  AIDS,  17,  18 
definition  of  risk  groups  for 

AIDS,   125-126 
difference  between  CDC 

infection  control  guidelines 
and  AIDS  Task  Force 
guidelines,   136-138,  140 
difference  between  CDC 

definition  and  San  Francisco 
hospital  definitions,   120- 
122 

helpful  in  identifying  early 
opportunistic  infections, 
113 

infection  control  course,   79 
interest  in  infection  control, 

78 

isolation  guidelines,   86 
Ch:n,  Jim,   148 
Clement,  Michael,   24 
Coleman,  Elaine,   176,  177 
Conant,  Marcus,   7,  11,  53,  58, 

114,  115,  116,  148,  183 
Conte,  John,   90,  120 
Cooke,  Molly,   200 
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